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ABSTRACT 
 
Human Immunodeficiency virus (HIV) infection presents both medical and social 
effects on infected individuals and their families. Literature has indicated that the 
HIV-related mortality rate has significantly declined in age groups such as the 
paediatric and adult population, but such effect has not been observed among 
adolescents. HIV management in the adolescent age group is posing significant 
challenges. To enable sustainable models of care, it is important to understand what 
it is like for female adolescents to live with HIV and what can facilitate their 
management of HIV infection and promote their quality of life.  The purpose of this 
study was to gain an understanding of the experiences of female adolescents living 
with HIV and their grandmothers and to develop a conceptual framework and nursing 
strategies to be used as a framework of reference to facilitate the self-management 
of HIV by female adolescents living with HIV and their grandmothers who care for 
them in Eswatini. 
 
A qualitative, exploratory, descriptive, and contextual research design was used. The 
study was conducted in three phases. Phase one utilised a multiple case study 
approach to explore and describe the experiences of female adolescents living with 
HIV and their grandmothers who cared for them in rural Manzini region. The 
purposive sample consisted of female adolescents aged 18 to 21 years who were 
living with HIV and their grandmothers who cared for them. Data was collected 
through individual in-depth interviews. Data analysis was conducted thematically 
using Giorgi’s method. Trustworthiness was ensured by following Guba’s (1985) 
model of trustworthiness for qualitative research. The criteria for trustworthiness that 
was applied in this study were truth value, applicability, consistency, and neutrality.  
Ethical considerations were observed to ensure the protection of participants.  
 
The following four themes were identified from the data: (1) experienced the quest to 
survive, (2) experienced support system, (3) experienced psychological effects; and 
(4) experienced extended duty of caregiving role by grandmother. Categories for 
each theme were identified. 
 
vii 
 
Phase two of the study involved the development of a conceptual framework for the 
facilitation of self-management of HIV by female adolescents living with HIV based 
on the findings of the field study. The conceptual framework is based on a facilitation 
relationship between the community health nurse, the female adolescent and the 
grandmother. The phases of the facilitation procedure are relationship phase, 
working phase and the termination phase 
 
Phase three of the study focused on developing and describing the strategies for the 
facilitation of self-management of HIV by female adolescents living with HIV and their 
grandmothers who care for them. Three strategies were developed based on the 
conceptual framework. Strategy 1 is facilitating the building of trusting relationships 
between the community health nurse, female adolescent living with HIV and the 
grandmother. Strategy 2 is facilitating the working phase and strategy 3 is facilitating 
the termination phase. Each of the strategies has objectives and action plans.  
 
Keywords: HIV; caring; self-management; adolescent; female; grandmother; 
caregiver 
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CHAPTER ONE 
OVERVIEW OF THE STUDY 
Adolescent HIV and ART: the perfect storm (Abrams, 2015) 
 
1.1 INTRODUCTION 
 
In this chapter, the background and rationale for the study will be presented. The 
focus is also on the context of the study, the purpose of the study and the 
paradigmatic perspectives that supported the study.  
 
1.2 BACKGROUND AND RATIONALE 
 
Human Immunodeficiency Virus (HIV) infection is one of the primary viral infections 
in the world, and it leads to the life-threatening Acquired Immunodeficiency 
Syndrome (AIDS), for which there is still no cure (World Health Organisation [WHO], 
2015:1). A majority of people are affected by HIV, particularly in countries with 
generalised epidemics; “if you are not infected, you are affected” (Ogundipe & 
Obinna, 2010:1). HIV infection holds both medical and social effects for the infected 
individual. It is clearly stated that HIV infection is one of the most socially disruptive 
conditions (Bolton & Talman, 2010:32), associated with stigma and discrimination, 
which can interfere with an individual’s ability to form and maintain social 
relationships (Audet, Wagner & Wallston, 2015:2). Secondary stigma, which is often 
experienced by the families of a person living with HIV, also contributes to isolation 
and alienation from the community (Denison, Banda, Dennis, Packer, Nyambe, 
Stalter, Mwansa, Katamoyo & McCarraher, 2015:3). 
 
The medical effects of HIV involve the experience and management of opportunistic 
infections. These require increased hospital visits by the patient and consequently 
lead to a loss of productive or school hours in the case of in-school patients (Ndiaye, 
Nyasulu, Nguyen, Lowethal, Gross, Mills & Nachega, 2013:3). Monthly hospital visits 
are required for patients living with HIV for the purpose of antiretroviral therapy 
(ART) refills and clinical monitoring. Reduced frequency of visits, from monthly to 
once in three months, has been piloted among patients who are stable – both 
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clinically and immunologically – even among adolescents. However, with this 
strategy, a majority of adolescents have been lost to follow up (Cluver, Pantelic, 
Toska, Orkin, Casale, Bungane & Sherr, 2018:6).  
 
As a developing country that has faced pressures of high mortality rates due to HIV 
infection, Eswatini has responded and made HIV eradication a national priority 
(Ministry of Health, 2012:1). The country started implementing the 90-90-90 cascade 
as a recommendation by UNAIDS (2014:1-2). This strategy aims to diagnose 90% of 
people living with HIV by 2020, initiate 90% of people diagnosed with HIV on ART, 
and ensure that 90% achieve viral suppression by the year 2020 (WHO, 2015:1).  
 
Such strategies are critical in Eswatini to halt the spread of HIV infection, which is 
widespread even in its adolescent population. Statistics indicate that the prevalence 
of HIV among adolescents in Eswatini is 15% in females, and 6.5% among males 
(Central Statistics Office [Eswatini], 2012:1; Ministry of Health, 2012:1; UNAIDS, 
2013:1). Therefore, females are disproportionately affected by the HIV epidemic. 
Multiple factors explaining this have been discussed by scholars. As stated by Auld, 
Agolory, Shiraishi, Wabwire-Mangen, Kwesigabo, Mulenga, Hachizovu, Asadu, et al. 
(2014:1101), in a majority of African countries with a generalised HIV epidemic, 
being young, female and unemployed increases the risk for voluntary or coerced 
sexual contact with older HIV-infected men. Factors related to the gender disparities 
in the prevalence of HIV also include intergenerational sex, early sexual debuts 
among female adolescents as compared to male adolescents, transactional sex, and 
poverty (Richardson, Collins, Kung, Jones, Tram, Boggiano, et al. 2014:1).  
 
Notably, intergenerational sex remains the main concern in this day and age. This is 
the phenomenon whereby adolescents engage in sexual activity with a person who 
is ten or more years older than they are (Schaefer, Gregson, Eaton, Murunguri, 
Rhead, Takaruza, et al. 2017:1464). The danger associated with this practice is that 
the young, often sexually naïve adolescent, engages in sexual activity with a 
sexually experienced male who usually entices and manipulates the adolescent girl 
with the power of money. Recently, the phenomenon of having a ‘blesser’ has 
become an attractive and desired practice among female adolescents that has 
created new challenges with regard to HIV prevention and management. Blessers 
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are viewed as the new age ‘sugar daddies’ (Nkumane, 2016:1), however, it is argued 
that blessers have always been there, yet it is only now that the issue is permeating 
social conversation and is proving difficult to ignore. Blessers are typically wealthy 
men who choose to spend money on women; usually young women (Nkumane, 
2016:1). In this ‘blesser-blessee’ phenomenon, the gift of sexual activity between the 
partners is appreciated through money and other expensive and enviable gifts, which 
support the lifestyle of the adolescents. Sexual activity is considered the expected 
payment; occasionally, it may be an unspoken expectation (Nkumane, 2016:1). This 
phenomenon is bi-factorial in nature, that is, intergenerational sex and transactional 
sex. The challenge in these instances is that, due to the presence of money, the 
other party (the adolescent) is stripped of the power to negotiate for safer sex, hence 
the increased risk of HIV infection and re-infection. 
 
Due to the high prevalence of HIV among adolescents in Eswatini, a majority of 
adolescents living with HIV are on ART, of which greater proportions were initiated 
during childhood (Ministry of Health, 2012). Jobanputra, Parker, Azih, Okello, 
Maphalala, Kershberger, Khogali, Lujan, Antierens, Teck et al. (2015:2) state that 
around 10% of the ART cohort in Eswatini is below the age of 20 years. When 
compared with the adult age group, adolescents present with a higher risk of loss to 
follow up in HIV care and management, which increases their risk for transmitting 
HIV to their seronegative partners, and death (Auld, et al. 2014:1098; Izudi, Mugenyi, 
Mugabekazi, Muwanika, Spector, Katawera & Kekitiinwa, 2018:5). Thus, clinical and 
family support for HIV management is essential for the adolescent age group.  
 
The National HIV Prevention Policy (2012) called for the empowerment of families in 
order to capacitate them to act as resource persons and contribute in the prevention 
and management of HIV in adolescents (Ministry of Health, 2012:3). However, the 
definition and composition of the family has been fleeting in Eswatini as a 
consequence of HIV infection. Although the structure of the family has not changed 
much, the support structure of the family has indeed changed in HIV and AIDS care. 
New forms of families have been recognised, such as the child-headed family. Due 
to the demographic profile of HIV infection, the most prevalent form of the family is 
the skipped-generation households where grandmothers assume the role of being 
the primary caregiver for their orphaned grandchildren (Reijer, 2013:17), some of 
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whom are living with HIV. The grandmothers often assume this caretaking 
responsibility while struggling to meet their own basic needs. Thus, some families 
caring for adolescents living with HIV find themselves in delicate economic 
circumstances which directly impacts on the HIV treatment trajectories; particularly 
when finances are needed for food and transport to the clinic (Shabalala, De Lannoy, 
Moyer & Reis, 2016:14). 
 
Despite the universal provision of ART, data indicate that adolescents continue to 
have a higher HIV-related mortality rate compared to paediatric and adult 
populations (Denison, et al. 2015:1). According to Ndiaye, et al. (2013:2), the global 
mortality rate of adolescents increased by 50% from the year 2005 to 2012, even in 
the era of ART, with a majority of the deaths occurring in the Sub-Sahara region. 
Shroufi, Ndebele, Nyathi, Gunguwo, Dixon, Saint-Sauveur, et al. (2015:3) found that 
adolescents are at a higher risk of death while awaiting the commencement of ART. 
This may be partly attributed to the fact that most adolescents are diagnosed and 
registered at an advanced stage of HIV infection (Shroufi, et al. 2015:3).  
 
The poor treatment outcomes, coupled with high mortality rates, signify that some 
challenges exist in the management of HIV among adolescents. Jobanputra, et al. 
(2015:5) stated that adolescents are more likely to have a detectable viral load and 
enhanced adherence counselling does not appear to have a positive impact on viral 
suppression. Additional factors include scholars blaming the effects of the 
developmental stage of adolescence in the failure of therapies among adolescents 
(Kim, Gerver, Fidler & Ward, 2014:1950). Adolescence is a stage associated with a 
psychological phase where young individuals undergo identity formation which 
mainly focuses on defining the question: “who am I?” In a quest to define and 
respond to this question, adolescents identify themselves with people who share the 
same interests in life. This leads to the formation of cliques. Belonging to a certain 
clique is as important as maintaining the position in that particular clique 
(Pattiselamo, Dijistra, Steglich, Vollebergh & Veenstra, 2015:2265). Therefore, 
adolescents who have additional ‘issues’ such as living with HIV find it difficult either 
to disclose or talk about HIV for fear of being disowned by the chosen group of 
friends (Lee, Yamazaki, Harris, Harper & Ellen, 2015:8). As a consequence, 
adolescents must discreetly perform all activities related to HIV management, such 
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as taking their medication and attending monthly hospital visits. Jobunputra, et al. 
(2015:20) identify adolescence as a psycho-developmental stage, which, in HIV 
management, encompasses disclosure and acceptance of HIV diagnosis, 
particularly for perinatally infected adolescents.  
 
Additionally, proper living arrangements and the sense of belonging that adolescents 
wish for can be identified at a deeper level. Adolescents who are orphaned and living 
with their grandmothers experience an embodied emptiness that relates to missing 
parents who are absent through death (Shabalala, et al. 2016:15). Also, for Swati 
adolescents living with HIV, the sense of belonging is felt acutely in a sphere where it 
is absent (Shabalala, et al. 2016:15).  
 
A majority of adolescents living with HIV are unaware of the complexities of HIV 
management and they lack the skill to self-manage their HIV infection. It is therefore 
imperative that innovations in HIV management (Denison, et al. 2015) are put into 
place and implemented among adolescents, particularly in countries such as 
Eswatini with a generalised HIV epidemic. As of 2017, the HIV prevalence rate for 
Eswatini was 27.2% for the age group 15 to 49 years (including adolescents) 
(Justman, Reed, Bicego, Donnell, Li, Bock, et al. 2017:6). Stratified by sex, this 
pervasiveness is alarmingly high for females aged 15 to 49 years, at 32.5% 
(Justman, et al. 2017:7). 
 
The implementation of HIV prevention and control activities within Eswatini’s Ministry 
of Health has necessitated changes in healthcare delivery. As a consequence, HIV 
and AIDS have virtually taken over the healthcare delivery system and require a 
multidisciplinary approach and integration into existing systems, with nursing being 
central (Mwai, Mburu, Torpey, Frost, Ford & Seeley, 2013:8). Recent task shifting 
has seen nurses assuming roles that were formerly reserved for medical 
practitioners, such as initiating ART with patients (Fairall, Bachmann, Lombard, 
Timmerman, Uebel, Zwarenstein, Boulle, Georgeu, Colvin, Lewin, et al. 2012:895) 
and monitoring patients on ART. Therefore, it remains imperative that nurses are 
well equipped in managing conditions such as HIV infection to ensure continued 
support for adolescents since the HIV pandemic has shown no signs of abating in 
this age group (Kharsany & Karim, 2016:35). 
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Adolescent care in HIV has not received specialised attention (Kim, et al. 
2014:1947), even though adolescents differ from older adults in ART enrolment 
characteristics (Auld, et al. 2014:1101). Auld, et al. (2014:1101) found that 
adolescent ART enrolment characteristics usually involve being female, pregnant, 
unmarried and unemployed. The norm in practice is that adolescents are placed with 
other age groups, such as 0-14 years or 15-49 years (Kim, et al. 2014:1950). 
Consequently, adolescent-specific interventions are very limited, which present 
critical hindrances to monitoring and evaluating their care. This might be attributable 
to the lack of understanding of what it feels like to live with HIV as an adolescent.  
 
1.3 PROBLEM STATEMENT 
 
At present, Eswatini is observing constant, rapid changes on the healthcare front and 
donor-funded projects are currently focusing on communicable diseases. For HIV, a 
number of strategies have been suggested to curb the country’s generalised HIV 
epidemic. These include universal coverage of ART, Option B plus for pregnant 
women, and the adoption of the 90-90-90 cascade, which involves treatment as 
prevention (Ministry of Health, 2016:2; UNAIDS, 2014:2). In all these initiative drives, 
a particularly important group – the adolescent group – is left behind. Despite all the 
efforts in the HIV fight, the mortality rate among adolescents has not abated 
compared to other age groups; for instance, the age group 26-35 years. Studies 
have attributed this to a multitude of factors among which suboptimal adherence, the 
effects of the developmental stage, and lack of psychosocial support for treatment 
are the most significant (Kim et al., 2014:1952; Naswa & Marfatia, 2010:4). As a 
result, adolescents are not effectively managing their HIV infection, and the disease 
progresses while they are receiving treatment. 
 
The effects of the developmental stage of adolescence make adolescent HIV a 
separate epidemic that requires addressing and managing distinctly from adult HIV 
(Naswa & Marfatia, 2010:2). According to the United Nations International Children’s 
Emergency Fund [UNICEF] (2012:11), adolescents make up 24% of the Swati 
population, thus the health of adolescents is imperative since it can have an 
intergenerational effect considering that they are the future of the country. As a 
result, unique measures to address adolescent HIV factors are necessary. However, 
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little information is available from the adolescents’ perspective on what it is like to 
live with HIV.  
 
Caregivers are particularly important in the success of HIV therapies among 
adolescents. A majority of adolescents living with HIV are living with their 
grandmothers following the demise of their parents (Rutakumwa, Zalwango, 
Richards & Seeley, 2015:2124). Hence, grandmothers play a pivotal role in the care 
of grandchildren, both infected and affected by HIV. Comprehensive HIV services 
are dependent on the input of grandmothers who have experience in taking care of 
adolescents living with HIV. However, HIV programmes in Eswatini currently do not 
offer services that provide adolescents and caregivers with support. 
 
Research indicates that living with a chronic disease like HIV requires self-
management skills (Millard, Elliott & Girdler, 2013:110). Self-management has been 
successful when applied in different disease populations and has indicated positive 
outcomes and increased quality of life (Flinders University, 2010:3). However, self-
management as a paradigm of care has not been explored in the management of 
patients living with HIV in Eswatini. Additionally, there is a dearth of literature on self-
management from African countries (Mwai, et al. 2013:10), and no data has 
emerged on the self-management of HIV in Eswatini. It is for this reason that the 
development of well informed and effective strategies for self-management of HIV 
remains a priority for the healthcare system in Eswatini. 
 
In order to develop strategies for self-management of HIV, it is important to establish 
the experiences of female adolescents living with HIV and how they would like to be 
supported. The research questions that arose from the problem statement are: 
 
1. What are the experiences of Swati female adolescents living with HIV? 
2. What are the grandmothers’ experiences of caring for female adolescents living 
with HIV? 
3. What can be done to facilitate self-management of HIV by female adolescents 
living with HIV and their grandmothers caring for them in Eswatini?  
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1.4 RESEARCH PURPOSE AND OBJECTIVES 
 
In order to answer these questions, the research purpose and objectives were 
formulated. 
 
1.4.1 Purpose 
 
The purpose of this study was to gain an understanding of the experiences of female 
adolescents living with HIV and their grandmothers who care for them, to develop a 
conceptual framework and nursing strategies to be used as a framework of reference 
to facilitate self-management of HIV by female adolescents living with HIV in 
Eswatini.  
 
1.4.2 Objectives 
 
According to Moule and Goodman (2014:92), a research objective is a statement 
used in research that describes the individual tasks that the researcher will need to 
carry out to meet the aims and purpose of the study. The objectives of the study 
were as follows: 
 
• To explore and describe the experiences of female adolescents living with HIV. 
• To explore and describe the experiences of the grandmothers caring for female 
adolescents living with HIV. 
• To develop and describe a conceptual framework for community health nurses to 
facilitate HIV self-management practices by female adolescents living with HIV 
and their grandmothers caring for them in Eswatini, based on the results of the 
experiences. 
• To develop and describe strategies to facilitate self-management of HIV by female 
adolescents living with HIV and their grandmothers caring for them in Eswatini. 
 
These objectives were pursued and achieved guided by the paradigmatic 
perspective, which depicts the philosophical basis of the study. This perspective is 
discussed in the paragraphs that follow. 
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1.5 PARADIGMATIC PERSPECTIVE 
 
Scientific paradigm was given a contemporary meaning by Thomas Kuhn in his 
1970’s (Kuhn, 1970) work titled The Structure of Scientific Revolutions (De Vos, 
Strydom, Fouche, & Delport, 2015:40). Kuhn, a historian of science, described a 
paradigm as a universally recognised scientific achievement that provides model 
problems and answers for a community of researchers (De Vos, et al. 2015:40).  
 
Notably, there is no research that is free of values which direct thinking, decision-
making and other research-related activities (De Vos, et al. 2015:42). According to 
Bateson (1972:314 cited in Denzin & Lincoln, 2011:13), the researcher is bound 
within a set of epistemological, axiological, ontological and methodological premises 
which become partially self-validating. The most common sources of philosophical 
assumptions are epistemological, also referred to as theoretical, meta-theoretical 
and methodological assumptions (Stanford Encyclopaedia of Philosophy, 2015:1). 
These will be discussed in this study. It was therefore important for the researcher to 
delineate her beliefs in order to promote her understanding of the viewpoints and 
personal realities that governed the study.  
 
Similarly, this research was based on the assumption that female adolescents living 
with HIV, as human beings, are capable of managing their own health and life 
choices. In particular, female adolescents are capable of adequately and skilfully 
performing those activities that have a direct impact on their lives. However, 
guidance through decision-making is particularly important for female adolescents, 
since they are more prone to the effects of peer pressure (Brothersone, Saxena & 
Zehnacker, 2017:3) compared to adults due to the need to ‘fit’ in within a popular 
group or clique. Female adolescents living with HIV have an added burden of dealing 
with a chronic disease as well as the effects of the developmental stage. This means 
that female adolescents have difficulty in dealing with the pressures of the 
adolescence stage as well as the disease-specific burden that comes with HIV. 
 
Assumptions are defined as the accepted truths that are fundamental to theoretic 
reasoning as well as contributing to the relevancy of the study (Simon, 2011:1). 
Assumptions have the inherent ability to influence the choice of research design. The 
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paradigmatic perspective for this study was the Theory for Health Promotion in 
Nursing (THPN) (University of Johannesburg, 2017:1), which will further be 
discussed under meta-theoretical assumptions, theoretical assumptions and 
methodological assumptions. 
 
1.5.1 Meta-theoretical assumptions 
 
Meta-theoretical assumptions are also referred to as ontological assumptions. Meta-
theoretical assumptions represent the researcher’s view of the person, the 
environment, and the world through her belief system. The meta-theoretical 
assumptions in this study are the core beliefs the researcher has about female 
adolescents living with HIV as human beings, the environment in which female 
adolescents live and interact, and the society they live in. 
 
The THPN (University of Johannesburg, 2017:5-8) provided a point of departure and 
discussion for the meta-theoretical assumptions for this study. Four central concepts 
will be discussed in the paragraphs that follow, that is, person, environment, nursing 
and health as influenced by the THPN (University of Johannesburg, 2017:5-8).  
 
1.5.2 The person 
 
The THPN (University of Johannesburg, 2017:5) views the person as a complete 
individual capable of interacting with the environment. This study consists of two 
types of persons. In the context of this research study, a person refers to a female 
adolescent living with HIV as an individual aged 18 to 21 years, and the 
grandmother. The adolescent interacts holistically with her environment. The 
grandmother interacts with the female adolescent, the environment and the 
community they live in. 
 
1.5.3 Environment 
 
The environment includes both the external and internal environment with which the 
person – the female adolescent and the grandmother in this study – interacts in an 
integrated and interactive manner (University of Johannesburg, 2017:7). The 
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external environment has social, financial and ecological dimensions (University of 
Johannesburg, 2017:6). It includes financial wealth, family, peers, social support and 
access to health care. The internal environment is divided into the body, mind and 
spirit (University of Johannesburg, 2017:6). It includes physical health, knowledge 
and beliefs, skills and abilities, and emotional control. Interaction between the 
internal and external environment is necessary for HIV management. 
 
1.5.4 Nursing  
 
The THPN describes the science of nursing as an interactive process where the 
community health nurse, in the context of this study, facilitates the promotion of 
health through the mobilisation of available clinical resources (University of 
Johannesburg, 2017:7). For this study, nursing refers to the science and art of 
providing comprehensive care to female adolescents living with HIV for the purpose 
of promoting and maintaining health and imparting skills for self-management of HIV. 
Nursing can also be viewed as the science and art of providing skills and support to 
grandmothers, as the caregivers of female adolescents living with HIV. 
 
1.5.5 Health  
 
Health is defined as a dynamic, interactive process in the patient’s internal and 
external environment (University of Johannesburg, 2017:5). The WHO (1948:100) 
define health as “a state of complete, physical, mental, and social well-being and not 
merely the absence of disease or infirmity”. This definition implies that the female 
adolescent living with HIV should strive to maintain well-being in all these spheres of 
being an individual, which include physical, mental and social components. 
 
1.5.6 Theoretical (Epistemological) assumptions 
 
The theoretical assumptions relating to a study reflect the researcher’s awareness, 
knowledge and understanding of existing theories that are related to the field of 
study. The assumptions in the study are discussed in the paragraphs that follow. The 
individual who lives with HIV constitutes the framework of reference with regard to 
their HIV self-management practices. Correspondingly, gaining an understanding of 
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their self-management practices is pivotal in terms of uplifting them and improving 
their HIV care package. 
 
The study was conducted with the following assumptions as they relate to the THPN 
(University of Johannesburg, 2017:7): The person is viewed as a wholistic being who 
has the ability to interact meaningfully with both the internal and external 
environment. Both internal and external environments are significant for the 
individual living with HIV.  
 
The nurse is viewed as a wholistic being in possession of the science and art of 
nursing, who is in a position to mobilise resources for the facilitation of self-
management of HIV among female adolescents living with HIV and their 
grandmothers who care for them. 
 
1.5.7 Theories and models 
 
Theories and models have the inherent ability to serve as a guide to the researcher’s 
thinking in designing a study. In this study, the researcher entered the field 
inductively without preconceived ideas. After exploring and describing the 
experiences of female adolescents living with HIV, and the grandmothers’ 
experiences of caring for them, the researcher recontextualised the findings into the 
existing literature. 
 
1.5.8 Theoretical definitions 
 
The following paragraphs will provide the theoretical definitions of key concepts used 
in the study. Conceptualisation in research involves the researcher providing a 
conceptual and operational definition of a concept in the problem statement (Polit & 
Beck, 2012:720). A conceptual definition essentially provides the connotative 
meaning while an operational definition provides the meaning of a concept in terms 
of the method by which it can be measured (Polit & Beck, 2012:736). 
 
The following are concepts used in this study and their conceptual and operational 
definitions: 
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1.5.9 Adolescent 
 
The term ‘adolescent’ refers to an individual who is in the process of human growth 
and development, occurring post-childhood, but before adulthood, and ranges from 
10 – 19 years (WHO, 2016:1). Erik Erikson’s theory classifies this stage as the 
psychosocial stage of identity versus role confusion (Donald, Lazarus & Moolla, 
2014:87). For the purpose of this study, an adolescent is any female individual aged 
18 to 21 years.  
 
1.5.10 Strategies  
 
Strategies refer to a plan of action that is designed to bring about solutions to a 
problem or achieve a long-term aim (Hornby, 2014:1475). In this study, nursing 
strategies will refer to the plan of action community health nurses will employ in order 
to increase the skills and ability of female adolescents in managing HIV infection for 
the achievement of a meaningful life with HIV. 
 
1.5.11 Self-management  
 
Self-management is defined as the patients’ skills and confidence in managing 
health-related problems, and it is promoted through the provision of education and 
supportive interventions by healthcare staff (Omisakin & Ncama, 2011:1734). The 
partnership between the individual living with a chronic disease, the healthcare staff 
and the family is important in successful self-management (Crowley & van de 
Merwe, 2016:23). For the purpose of this study, self-management is defined as the 
ability, skill and confidence of the female adolescent living with HIV and her 
grandmother caring for her in managing the day-to-day life and health problems 
related to HIV.  
 
1.5.12 HIV 
 
HIV is the abbreviation for the Human Immunodeficiency Virus. It is a lentivirus of the 
retrovirus family that infects CD4 lymphocytes, thereby depleting the immune system 
and progressively weakening it, rendering the body susceptible to infections (Centres 
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for Disease Control and Prevention, 2018:2). The virus is transmitted through contact 
with infected body fluids and results in AIDS (WHO, 2012:1). For the purpose of this 
study, living with HIV will be defined as having been diagnosed with HIV and taking 
ART to manage the disease.  
 
1.5.13 Facilitation 
 
Facilitation is conceptually defined as a dynamic, interactive process for the 
promotion of health through the creation of a positive environment, the mobilisation 
of resources, and the identification and bridging of obstacles (University of 
Johannesburg, 2017:7). For the purpose of this study, facilitation is the process of 
enabling female adolescents to perform activities they were previously not performed 
either due to a lack of knowledge or skills, with the aim of producing positive health 
outcomes.  
 
1.5.14 Methodological assumptions 
 
Methodological assumptions are fundamental since they provide the researcher with 
overall guidance for conducting the study (Krause, 2016:54). The nature of the 
research problem and research purpose determined which research methods would 
be the most suitable in the research process of this study. Methodological 
assumptions reflected the researcher’s choice of study design which, in turn, 
informed the data collection and analysis methods (Krause, 2016:55).  
 
The study was conducted from a postmodernism paradigm and therefore the 
problem was explored using a qualitative design. Methodologically, female 
adolescents living with HIV were interviewed using in-depth individual interviews to 
ascertain what it is like for them to live with HIV. Their grandmothers caring for them 
were interviewed to explore what it is like to care for a female adolescent living with 
HIV. The study dealt with the multiple realities that there can be the facilitation of 
self-management for HIV among female adolescents living with HIV as well as 
facilitation for grandmothers as caregivers. Inductive, deductive, synthesis and 
analysis reasoning were used as thinking strategies during the conduct of the 
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research. Additionally, a qualitative, exploratory, descriptive, and contextual design 
was adopted in this study.  
 
Methodologically, the study contributed to the significance of developing a 
conceptual framework and nursing strategies for the facilitation of self-management 
of HIV by female adolescents living with HIV and their grandmothers caring for them. 
The central theoretical statement that emanated from the assumptions is that the 
exploration of the experiences of female adolescents living with HIV and their 
grandmothers caring for them formed the basis for the development of a conceptual 
framework and strategies. These were used for the facilitation of self-management of 
HIV by female adolescents living with HIV and their grandmothers caring for them.  
 
1.6 RESEARCH DESIGN AND METHOD 
 
In line with the central theoretical statement presented in Section 1.5.4, the following 
methodology was used in this study. 
 
1.6.1 Research design 
 
A description of the study design is essential in the understanding of this research 
study. In the paragraphs that follow, the researcher presents the design that was 
used for this study.  
 
A postmodern constructivist philosophy of science undergirded this research design. 
This study adhered to the requirements of a qualitative, exploratory, descriptive, and 
contextual design to explore the experiences of female adolescents living with HIV 
and their grandmothers who care for them. A research design is defined as the 
overall plan for addressing a research question and includes the specifications on 
how the researcher will enhance the study’s integrity (Polit & Beck, 2014:741). The 
design is considered the blueprint for the research process since it outlines the steps 
the researcher has to follow in order to answer the research question (De Vos, et al. 
2015:228). Thus, the design was developed specifically for this study and it specified 
the selection of female adolescents living with HIV, the data collection technique and 
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the analysis steps that were followed. Section 2.4 presents a detailed discussion of 
the research design.  
 
1.6.2 Qualitative 
 
The qualitative research approach is defined as a systematic and subjective method 
used to describe people’s life experiences and further attach meaning to their 
experiences (Grove, Burns & Gray, 2013:23). According to Denzin and Lincoln 
(2011:8), qualitative research seeks answers to questions that address how social 
experience is created and given meaning by those who experience it. As such, rich 
descriptions of the social world in which the social experiences are occurring are 
valuable in qualitative research. Since rich and descriptive data relating to the female 
adolescents’ experiences of living with HIV and the grandmothers’ experiences of 
caring for a female adolescent living with HIV were required in this study, the 
qualitative approach was the most appropriate to follow. 
 
1.6.3 Exploratory 
 
The purpose of exploratory studies is to gain insight into a phenomenon about which 
little information is known or available (Polit & Beck, 2014:727). Exploratory studies 
answer the ‘what’ questions (De Vos, et al. 2015:95). In this study, the ‘what’ 
question was explored using the opening questions for the interviews, which were: 
‘what is it like for you to live with HIV?’, directed to female adolescents living with 
HIV, and ‘what is it like for you to care for a female adolescent living with HIV’, as 
directed to grandmothers. To achieve a complete response to the ‘what’ questions, 
probes were used during the interviews as a means of seeking clarity and additional 
information.  
 
1.6.4 Descriptive 
 
In this study, thick descriptions of the phenomenon were necessary to foster the 
understanding of the experience of living with HIV and caring for a female adolescent 
living with HIV, thus a descriptive study was appropriate. Descriptive studies are 
concerned with describing phenomena in detail as they exist naturally (Grove, et al. 
17 
 
2013:12). Accordingly, the study began with a well-defined set of participants, which 
were female adolescents living with HIV, aged 18 to 21 years, to accurately describe 
what it is like to live with HIV. In the same fashion, the grandmothers who cared for 
the female adolescents living with HIV were also part of the participants with a role to 
describe what it is like to care for a female adolescent living with HIV. The study set 
out to explore the life experiences of female adolescents living with HIV and 
grandmothers with the aim of describing the experiences as they occurred in the 
natural setting. A conceptual framework was developed from the findings of the 
phenomenological interviews. It formed the basis of the described strategies for 
community health nurses to facilitate self-management of HIV by female adolescents 
living with HIV and their grandmothers caring for them in Eswatini. 
 
1.6.5 Contextual 
 
The focus of contextual studies is on studying human beings in their natural habitat 
in order to foster an understanding of the dynamics of human beings (Babbie, 
2016:90). Understanding the dynamics of female adolescents living with HIV and 
their grandmothers who care for them assisted in the development of the conceptual 
framework and the strategies for self-management of HIV.  
 
1.6.6 Research method 
 
The research method of a study refers to the methods and procedures used by the 
researcher to address the research question and plan for the actual collection and 
analysis of data (Polit & Beck, 2014:758). The process of developing self-
management strategies for HIV unfolded in three phases. A brief description of the 
research method is outlined in the sections that follow. 
 
1.6.6.1 Phase One: Exploring the experiences of female adolescents living 
with HIV and the experiences of grandmothers caring for female 
adolescents living with HIV 
 
This initial phase of the study was a field study, which used multiple case studies 
within a phenomenological approach. Data were collected through in-depth individual 
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interviews, case study notes, and observations. According to Burns and Grove 
(2011:92), a case study examines a single unit, which may be a person or family, 
within the context of its real-life environment. Accordingly, the unit in this study was 
the female adolescent living with HIV and the grandmother. The phenomenological 
approach is one of the qualitative approaches and is concerned with the study and 
interpretation of the lived experiences of an individual (De Vos, et al. 2015:325). The 
objectives of this phase of the study were: 
 
• To explore the experiences of female adolescents living with HIV. 
• To explore the experiences of grandmothers caring for a female adolescent who 
is living with HIV. 
 
a) Study setting 
 
The setting of the study was the Kingdom of Eswatini. Specifically, the study was 
conducted in the geographical area of rural Manzini region. 
 
b) Population and sampling 
 
The target population for this study was all female adolescents living with HIV 
seeking HIV care from health facilities in the rural Manzini region. The study 
population were female adolescents who were registered in the clinics’ HIV care 
registry and their grandmothers caring for them. The sampling unit was: 
 
• Female adolescents aged 18 to 21 years, enrolled in HIV care or initiated on ART 
for at least six months. According to statistics, the burden of HIV is much higher 
on female adolescents compared to males (21% prevalence for females aged 20-
24 years compared to 4% for males of the same age group as of 2017 [Justman, 
et al., 2017:4]), thus studying the female group provided a clearer understanding 
of the phenomenon with respect to females. 
 
• Grandmothers caring for female adolescents living with HIV. The rationale for 
studying grandmothers is that they are usually the caregivers in the home setting 
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and often take over in the care of children orphaned by HIV and AIDS (Shabalala, 
et al. 2016:11). At the peak of the HIV pandemic in the years 2001 – 2004, the 
mortality rate was at an all-time high. A significant number of people aged 15 to 
49 years died, leaving behind young children, who were infected with HIV as well. 
Grandmothers assumed the role of principal caregiver to these children who were 
in the adolescent stage at the time of this study. Including grandmothers in the 
study provided first-hand information on the experiences of caregivers of female 
adolescents living with HIV.  
 
The inclusion criteria were all female adolescents aged 18 to 21 years who were 
living with HIV who had known about their positive HIV status for at least a year, and 
who had been on ART for at least six months. Their grandmothers were also 
deemed eligible to participate in the study. Adolescents were those registered in the 
clinics’ HIV care department. The female adolescent should have been living with 
either a maternal or paternal grandmother in rural Manzini for at least a year before 
the commencement of the study and for the duration of the study. Female 
adolescents who were willing to have their grandmothers interviewed for the study 
were recruited.  
 
The exclusion criteria included participants who were older than 21 years, who did 
not permanently live with a grandmother, who were critically ill, who could not 
provide consent or those whose grandmothers did not consent, and those 
grandmothers who were willing to participate but were not given permission by their 
elder biological sons, despite their willingness to participate in the study, were 
excluded.  
 
At the ART department in the clinics, the researcher requested the nursing sister-in-
charge to introduce the study during the morning health education sessions. 
Prospective participants were referred to the researcher for further information.  
 
The researcher used the purposive sampling method to select participants into the 
study (Cohen, Manion & Morrison, 2011:351). Purposive sampling is a non-
probability sampling method whereby the researcher consciously selects certain 
participants into the study (Grove, et al. 2013:267). This allows for the selection of 
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participants who can provide insight into the research problem (De Vos, et al. 
2015:392). 
 
In qualitative research, the sample size is determined by data saturation; a point 
where no new insight or information is obtained when further participants are 
interviewed (De Vos, et al. 2015:393). The researcher recruited six female 
adolescents living with HIV and their grandmothers into the study. Since a multiple 
case study sample was recruited and interviewed, the researcher reached data 
saturation as no new information was found.  
 
c) Pilot study 
 
The pilot study was conducted in the Manzini region on one case (female adolescent 
and grandmother) where two pilot interviews were conducted to evaluate the efficacy 
of the planned data collection method (De Vos, et al. 2015:394-395). The pilot 
interviews also tested the SiSwati translations of the participant information sheet 
and consent form. Corrections relating to the skills of the researcher had to be 
effected, and for this reason, the pilot interviews were not included in the data 
analysis. 
 
d) Data collection 
 
Data were collected using individual, in-depth, phenomenological interviews to obtain 
data on the lived experiences of female adolescents living with HIV and their 
grandmothers who care for them (De Vos, et al. 2015:350). A broad opening 
question was asked. To adolescents, the opening question was: how is it for you to 
live with HIV? And for the grandmothers, the primary question was: how is it for you 
to care for a female adolescent living with HIV? Probes were then used to elicit more 
information from the participants and to promote conversation. Probing is asking 
follow-up questions that assist in understanding a response, clarifying ambiguous 
responses and obtaining in-depth information (Grove, et al. 2013:526). To ensure 
that the interviews had a conversational style, various interviewing and interpersonal 
communication skills such as prompting, paraphrasing, and summarisation, were 
used by the researcher. Each interview session lasted approximately 40-60 minutes. 
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The interviews were conducted in English or SiSwati, depending on the language 
preference of the participants. The interviews were audio-recorded with permission 
from the participants. Data were collected by the researcher who is skilled in 
qualitative interviewing. 
 
Field notes were taken during the interviews. Field notes are written accounts of 
what a researcher hears, observes, experiences and thinks during data collection 
and analysis (De Vos, et al. 2015:406). 
 
e) Data analysis 
 
Data collection and analysis occurred simultaneously (De Vos, et al. 2015:405). The 
individual, in-depth, phenomenological interview data were transcribed verbatim and 
the field notes and observation notes were typed up and incorporated into the 
transcribed data (Grove, et al. 2013:518). Interviews in SiSwati were transcribed and 
analysed in SiSwati to guard against loss of meaning that frequently occurs during 
translation (Squires, 2009:4). Data were organised, processed and analysed 
thematically using Giorgi’s phenomenological method of data analysis (Giorgi, 2009 
cited in Broome, 2011:11). Giorgi’s analysis steps include: assuming a 
phenomenological attitude through bracketing everyday life experiences; reading 
and rereading the transcripts to get a sense of the whole; reading the transcripts 
again in search of meaning units within the data; examining the meaning units to 
gain an insight of essential aspects of the phenomenon; and transforming the 
meaning units into structured meaningful patterns that describe the phenomenon 
under investigation (Broome, 2011:11-14; Ernersson, Lindstrom, Nystrom & Frisman, 
2010:3).  
 
Data analysis was also carried out by an independent coder who is an expert in 
qualitative data analysis. This increased the rigour of the research and ensured data 
triangulation (Burns & Grove, 2011:552). After data analysis was completed, the 
researcher and the independent coder met for consensus discussions regarding data 
reduction relating to the meaning units and the emerging themes (Broome, 2011:13). 
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f) Data record 
 
A data record for the data collection method that involved the participants is 
presented in Table 1.1. 
 
Table 1.1: Data Record 
PARTICIPANTS DATA COLLECTION 
Female adolescents living with HIV • In-depth phenomenological interviews. 
• Field notes, including observational 
notes, methodological notes and 
theoretical notes. 
Grandmothers of female adolescents 
living with HIV 
• In-depth phenomenological interviews. 
• Field notes, including observational 
notes, methodological notes and 
theoretical notes. 
 
g) Cross-case validation and Literature control 
 
From all six female adolescent and grandmother cases, a matrix was developed to 
display the findings from each case. In cross-case validation, the researcher 
examines the findings across all the cases, noting similarities and differences in 
meaning units. Meaning units from all the cases covering cross-case issues were 
compiled into a cross-case validation report and validated through comprehensive 
literature control. Literature focused on lived experiences, self-management, and any 
other literature as guided by the themes and meaning units identified during the data 
analysis (Grove, et al. 2013:265).  
 
1.6.6.2 Phase Two: Developing the conceptual framework 
 
During the second phase, the researcher developed a conceptual framework for self-
management of HIV by female adolescents living with HIV and their grandmothers 
caring for them based on the findings of Phase One. In this phase, the researcher 
utilised the survey list from Dickoff, James and Wiedenbach (1968:425-433) to 
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discuss the conceptual framework. The survey list contains the following questions: 
Who is the agent? Who is the receiver? What are the dynamics? What is the 
procedure? What is the context? What is the outcome? Also, the concepts used in 
the framework were described, and the relationship between the concepts was 
discussed.  
 
1.6.6.3 Phase Three: Developing the strategies 
 
The third phase of the research focused on developing strategies for community 
health nurses to facilitate self-management of HIV by female adolescents living with 
HIV and their grandmothers caring for them. The strategies were derived from the 
conceptual framework developed in Phase Two of the study. Each strategy had an 
objective and the actions to achieve the strategy were described.  
 
1.7 MEASURES TO ENSURE TRUSTWORTHINESS 
 
To ensure the rigour of the study, the following measures, as proposed by Lincoln 
and Guba (1985:301-320), were adhered to in order to increase the trustworthiness 
of this qualitative research. The application of the measures is discussed in Chapter 
Two. 
 
1.7.1 Credibility 
 
Credibility means that the participants recognise the meaning that they themselves 
give to a situation or condition, and the truth of the findings of their own social 
context (Halloway & Wheeler, 2010:303). The researcher collected data and had 
prolonged engagement in the field and allowed for data saturation. The researcher 
ensured triangulation of data sources and methods through the use of in-depth 
interviews with female adolescents living with HIV and their grandmothers, multiple 
case studies, and field and observation notes (Gunawan, 2015:11). The researcher 
used thick descriptions of the phenomenon under investigation as presented by the 
participants. This ensured that the phenomenon was identified and described, and it 
allowed other investigators to draw independent conclusions from the study 
(Gunawan, 2015:11). The findings of this research were validated through member 
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checking, peer evaluations, and critique by supervisors to determine the accuracy of 
the findings (De Vos, et al. 2015:420). The researcher also used an independent 
coder who has a PhD in Nursing, as well as experience in qualitative research 
analysis, to analyse the data and enhance truthful interpretation of the data (Botma, 
Greeff, Mulaudzi & Wright, 2010:233). 
 
1.7.2 Transferability 
 
Transferability means that “the findings in one context can be transferred to similar 
situations or participant” (Halloway & Wheeler, 2010:303). To meet this criterion, the 
researcher provided detailed descriptions of the methodology and the context of the 
study as well as the findings to enhance the applicability of the study. The findings 
were presented with verbatim quotes from the participants. The demographics of the 
participants were described in detail (Botma, et al. 2010:233). The sample for the 
study was purposively selected and included only those participants with lived 
experiences of HIV infection and caregiving in HIV (De Vos, et al. 2015:392). Other 
relevant and related literature was reviewed to identify similarities and differences in 
the findings of this study. The conceptual framework and the strategies for self-
management of HIV were described densely.  
 
1.7.3 Dependability 
 
Dependability refers to the consistency and accuracy of the findings of a study. The 
adequacy of the analysis is evaluated by following the decision-making processes of 
the researcher (Holloway & Wheeler, 2010:302-303). To satisfy this criterion, the 
researcher provided a full description of the data collection and analysis methods. A 
case study database was developed to allow for inspection of raw data during an 
audit trail (Yin, 2012:14). The process of organising extensive data from multiple 
case studies leads to the development of a case study database, also referred to as 
the case record (Yin, 2012:14). When this is created and made available, it provides 
a primary source record that contains meaning units from all cases. The employed 
research methods for developing a conceptual framework and strategies were 
described in depth.  
 
25 
 
1.7.4 Confirmability 
 
Research is judged by the way in which the findings and the conclusions achieve 
their aims and are not the result of the researcher’s prior assumptions and pre-
conceptions (Halloway & Wheeler, 2010:303). The researcher used a reflexive 
journal to assist her in bracketing her perceptions on the lived experiences of female 
adolescents and HIV before entering the field so that the findings presented the 
participants’ perspectives (Polit & Beck, 2014:720). An independent coder separately 
analysed the data. Documents that assisted in the audit trail of the research were 
maintained and made available to the research supervisors and Ethics Committee 
representatives when needed.  
 
The strategies for ensuring trustworthiness are described in detail in Chapter Two of 
the study. 
 
1.8 ETHICAL MEASURES 
 
Ethical issues arise at every stage of the research process (Moule & Goodman, 
2014:40), starting from the decision of whether or not to conduct a certain study. As 
a result, researchers have a responsibility to protect both human and nonhuman 
participants of a research project, and they have a responsibility to the discipline of 
science to accurately report findings. For this study, the researcher undertook to 
ensure all ethical principles were adhered to as female adolescents living with HIV 
are a group vulnerable to HIV-related stigma and discrimination. 
 
The term ‘ethics’ is defined as a system of moral values that is concerned with the 
degree to which research procedures adhere to professional, legal, and social 
obligations to the study participants (Polit & Beck, 2012:727). Thus, ethical principles 
were internalised by the researcher to promote ethically guided decision-making 
throughout the research study. 
 
The four ethical principles, as outlined by Dhai and McQuoid-Mason (2011:14-15), 
often called the ‘four principles’, were adhered to in this study and are discussed in 
the paragraphs that follow. 
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1.8.1 The principle of autonomy and respect for persons 
 
Firstly, permission to conduct the study was sought from the Higher Degrees 
Committee and the Faculty of Health Sciences Research Ethics Committee of the 
University. The researcher received clearance from both committees before the 
commencement of the study (Annexure A). Secondly, the researcher presented the 
study protocol to the core team of the technical working group for paediatric HIV in 
Eswatini. This team is under the Eswatini National AIDS Programme and oversees 
all research conducted on children and adolescents living with HIV in the Kingdom of 
Eswatini. This team recommended the ethical clearance of the study to the National 
Health Research Review Board. Lastly, the researcher applied for clearance from 
the National Health Research Review Board in the Ministry of Health in Eswatini 
before the commencement of the study to ensure the protection of participants. 
Clearance was granted by the committee. Permission was also sought from the 
study site, which was Nazarene Health Institutions where participants were identified 
and recruited. Permission was granted (Annexure A). 
 
The principle of autonomy and self-respect takes self-determination into account. It 
indicates that prospective participants have the right to voluntarily decide whether or 
not to participate in a study without risking unfair treatment, and to receive adequate 
information regarding the research and their liberty to withdraw from the study 
(Neuman, 2012:65). According to Denzin and Lincoln (2011:65), proper respect for 
persons includes two necessary conditions: participants must voluntarily agree to 
participate, and their agreement must be based on full and open information. 
Therefore, the purpose of the study, data collection procedures, potential risks and 
benefits for participating in the study and the confidentiality pledge were discussed 
and explained to the participants and their informed consent was obtained (Annexure 
B). Participants were informed that they have a right to agree or not agree to 
participate and they have the right to withdraw from the study at any time (Grove, et 
al. 2013:163). The individual, in-depth interviews were audio-recorded with 
permission from the participants (Annexure B). 
 
Confidentiality is defined as the protection of study participants so that data provided 
are never publicly divulged (Neuman, 2012:67). Confidentiality must be assured as 
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the primary safeguard against unwanted exposure of participants (Denzin & Lincoln, 
2011:66). To protect the confidentiality of participants, the researcher assigned 
codes to the participants and ensured against unauthorised access to the raw data 
by keeping transcribed data in password-protected computer files. The participants’ 
audio-records were kept in a lockable cabinet. Only the researcher, supervisors, 
independent coder and monitors from the ethics committees had access to the raw 
data. Participants have the right to expect that any data they provide will be kept in 
strictest confidence.  
 
Another ethical obligation is that of anonymity, which occurs when even the 
researcher cannot link participants to their data (Guraya, London & Guraya, 
2014:124). Participant names and other identifying data were not used on research 
materials to prevent unnecessary identification of participants. Pseudonyms were 
used for all cases. Consent forms that contained the names of participants were not 
stored together with printed transcribed data and audio-records. Once the analysis of 
the data was completed, research information was reported in the aggregate to 
maintain the anonymity of the participants. Audio-recordings, transcriptions and all 
participant identifying information will be destroyed two years after the publication of 
the research findings. 
 
1.8.2 The principle of non-maleficence and beneficence 
 
This principle states that researchers ought to do no harm to participants (Carter & 
Lubinsky, 2015:44). There were no anticipated adverse effects associated with this 
study, however, the researcher guarded against breach of confidentiality by 
maintaining stringent measures aimed at keeping participants’ data private and 
confidential. Female adolescents living with HIV are a vulnerable group, thus the 
researcher had to protect their privacy in order to guard against stigma and 
discrimination. 
 
In this study, physical harm to participants was not to be considered since there was 
none inherent with the study (Dhai & McQuoid-Mason, 2011:175). However, the 
researcher was aware of potential psychological discomfort that participants may be 
subjected to due to questions that were of a private or emotionally provoking nature. 
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For this reason, participants were informed that if they were uncomfortable 
responding to questions during the interviews, they could choose to postpone the 
interview, withdraw, or choose not to answer such questions (Babbie, 2016:74). 
Arrangements were made with a counsellor, Mr Siyabonga Mabuza (+268 7844 
8091), to provide proper care and counselling for participants who suffered 
considerable psychological discomfort during the interviews.  
 
1.8.3 The principle of justice 
 
The principle of justice insists on a fair distribution of both the benefits and burdens 
associated with a research study (Denzin & Lincoln, 2011:66). This includes 
participants’ right to fair selection. Fair selection encompasses the recruitment of 
study participants based on the research requirements (Grove, et al. 2013:164). The 
study used the purposive sampling method to select participants. This method 
entails sampling only those participants who are knowledgeable about the 
phenomenon under investigation (De Vos, et al. 2015:392). Participants who 
withdrew from the study were not treated in a prejudicial manner. They also had 
access to research personnel if they required further clarification. 
 
1.9 ORIGINAL CONTRIBUTION 
 
The study contributed to an enhanced understanding of the experiences of female 
adolescents living with HIV and their grandmothers who care for them. A conceptual 
framework of self-management of HIV by female adolescents living with HIV was 
developed. From the conceptual framework, new nursing strategies for the 
facilitation of self-management of HIV by female adolescents living with HIV and their 
grandmothers caring for them were developed and described. 
 
1.10 DIVISION OF CHAPTERS 
 
This thesis is presented in seven chapters, and the outline is provided as follows: 
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Chapter One: Overview of the study 
 
In this chapter the rationale and overview of the study, and the philosophy of science 
that undergirded the study, were provided The overview served as the basis for the 
research problem and objectives of the study that focused on the development of 
strategies to facilitate self-management of HIV by female adolescents living with HIV 
and their grandmothers caring for them. The research problem was clarified and a 
brief outline of the research method was given. 
 
Chapter Two: Research design and method 
 
In this chapter, the research design and method used in this research study are 
discussed in detail. The researcher defines and clarifies how the qualitative research 
approach was used to understand the experiences of female adolescents living with 
HIV and their grandmothers caring for them. The researcher also presents how a 
conceptual framework and strategies for the facilitation of self-management for 
female adolescents living with HIV and their grandmothers caring for them in 
Eswatini was developed. 
 
Chapter Three: Discussion of the findings from the case studies: experiences 
of female adolescents living with HIV and their grandmothers who care for 
them in Eswatini 
 
In this chapter, the findings from the six case studies are presented. Data are 
analysed following Giorgi’s method of qualitative data analysis. Four main themes 
with categories are identified. The findings are presented per case according to the 
themes and categories identified during data analysis. 
 
Chapter Four: Cross-case validation report and literature control 
 
In this chapter, a cross-case validation report of the six cases is presented. The 
cross-case validation report facilitates a clear understanding of what constitutes the 
female adolescents’ experiences of living with HIV as well as the grandmothers’ 
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experiences of caring for a female adolescent living with HIV. A literature control was 
done to recontextualise the study within the existing body of knowledge.  
 
Chapter Five: Conceptual Framework for the facilitation of self-management of 
HIV by female adolescents living with HIV and their grandmothers caring for 
them 
 
In this chapter, the conceptual framework for the facilitation of self-management of 
HIV by female adolescents living with HIV and their grandmothers caring for them is 
presented. A dense description of the conceptual framework is provided. The 
framework depicts the levels of relationship that the community health nurse, female 
adolescent and grandmother move through to facilitate the self-management of HIV. 
The relationship levels include the relationship phase, the working phase, and the 
termination phase.  
 
Chapter Six: Development of strategies to facilitate the self-management of 
HIV among female adolescents living with HIV and their grandmothers caring 
for them in Eswatini 
 
The conceptual framework developed in Chapter Five guided the development and 
description of the strategies for the facilitation of self-management of HIV by female 
adolescents living with HIV and their grandmothers who care for them. The purpose 
of this chapter is to present the strategies for self-management of HIV by female 
adolescents living with HIV and their grandmothers who care for them.  
 
Chapter Seven: Conclusions, limitations and recommendations  
 
In this chapter, the focus is on a review of the research process to ascertain if the 
objectives of the study were met. The conclusion of the study, limitations and the 
recommendations are presented. The conclusion is drawn from all three phases of 
the study.  
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1.11 CONCLUSION 
 
In this chapter, the rationale and overview of the study were discussed. The 
overview of the study served as the basis for the research problem and objectives of 
the study that focused on the development of strategies to facilitate self-
management of HIV by female adolescents and their grandmothers caring for them. 
The research problem was clarified along with the paradigmatic perspectives that 
guided the study. A brief outline of the research method was given. 
 
In Chapter Two, the research design and methods used in this study are addressed. 
The researcher defines and clarifies how the qualitative research approach was used 
to understand the experiences of female adolescents living with HIV and their 
grandmothers caring for them. The development of a conceptual framework and 
strategies for facilitating self-management for female adolescents living with HIV and 
their grandmothers caring for them in Eswatini, is also discussed.  
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CHAPTER TWO 
RESEARCH DESIGN AND METHOD 
 
2.1 INTRODUCTION 
 
The overview and rationale of the study were discussed in Chapter One. It served as 
the basis for the research problem and objectives of the study that focused on the 
development of strategies to facilitate self-management of HIV by female 
adolescents and their grandmothers caring for them. The research problem was 
clarified along with the paradigmatic perspectives that guided the study. A brief 
outline of the research method was given. 
 
In this chapter, the research design and method used in this study are discussed in 
detail. The researcher defines and clarifies how the qualitative research approach 
was used to understand the experiences of female adolescents living with HIV and 
their grandmothers caring for them. The developed conceptual framework and 
strategies to facilitate self-management for female adolescents living with HIV and 
their grandmothers caring for them in Eswatini is also discussed. 
 
2.2 RESEARCH PURPOSE AND OBJECTIVES 
 
The purpose of this study was to gain an understanding of the experiences of female 
adolescents living with HIV and their grandmothers who care for them, to develop a 
conceptual framework and nursing strategies to be used as a framework of reference 
to facilitate self-management of HIV by female adolescents living with HIV in 
Eswatini.  
 
The objectives of the study were: 
 
• To explore and describe the experiences of female adolescents living with HIV. 
• To explore and describe the experiences of the grandmothers caring for female 
adolescents living with HIV. 
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• To develop and describe a conceptual framework for community health nurses to 
facilitate HIV self-management practices by female adolescents living with HIV 
and their grandmothers caring for them in Eswatini, based on the results of the 
experiences. 
• To develop and describe strategies to facilitate self-management of HIV by 
adolescents and their grandmothers caring for them in Eswatini. 
 
2.3 CONTEXT OF THE RESEARCH 
 
The healthcare delivery system of Eswatini comprises the private sector, public 
sector and traditional healers (Health Systems Trust, 2017:1). The private sector 
primarily provides health services to the part of the Eswatini population that can 
afford medical insurance through medical aid schemes. Approximately 41.6% of the 
population is registered with medical aid schemes (Pacific Prime, 2019:2), which 
indicate that a significant proportion of the Eswatini population depends on the public 
sector, which is mainly operated and subsidised by the Eswatini Government (WHO, 
2018:2). The Eswatini Government’s budget for the Ministry of Health constitutes 
around 25% of the country’s budget (Ministry of Finance, 2017:1) and uses 
approximately 3.8% of the GDP on health care, including private health expenditure 
(WHO, 2018:2). A greater proportion of this budget is utilised to subsidise healthcare 
delivery for the Eswatini population so that healthcare remains affordable and 
accessible for all. For the year 2019, the Ministry of Health was allocated E274 
million (equivalent to 274 million Rands/19 350 555 US Dollars) towards the 
purchase of antiretroviral drugs (Eswatini Budget Speech, 2019:25). 
 
In Eswatini, a majority of patients first present to traditional healers for consultation 
and treatment (WHO, 2014:1). This is mainly influenced by the cultural beliefs of the 
people. As a consequence, patients present to the hospitals in the later stages of 
their ailments. This holds true even for chronic conditions like HIV and AIDS. For a 
long time, the practice of traditional healers in the country has not been regulated 
(Mazibuko, 2014:5). However, with the development of the Eswatini Traditional 
Healers Association, almost all traditional healers are registered with the association, 
and their practice is known and regulated. Since the average Liswati consults the 
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traditional healer first, the Government of Eswatini has acknowledged the presence 
of traditional healers and has hosted multiple ongoing workshops to capacitate the 
traditional healers on topical conditions including HIV and AIDS, and other blood-
borne conditions such as Hepatitis B (Health Systems Trust, 2017:1). 
 
Entrance to the public health system is mainly through primary health care (PHC) 
facilities, which, according to the Ministry of Health (2013:19), include clinics, public 
health units and health centres. Patients present to these facilities and are attended 
by registered nurses or medical doctors (particularly in the health centres), and are 
treated using drugs available in the Standard Treatment Guidelines and Essential 
Medicines List (Ministry of Health, 2012). The nurses are responsible for assessing 
and managing minor ailments. Referrals to regional hospitals are executed by nurses 
and doctors where necessary. Since a greater number of the community clinics are 
managed by nurses, the majority of patients present to the outpatient departments of 
the regional hospitals with the anticipation of being assessed by medical 
practitioners, resulting in congestion in the regional hospitals. 
 
The healthcare delivery in Eswatini is based on the PHC approach, along with 
decentralisation (Magagula, 2017:5; WHO, 2014:1). The PHC has three levels, 
namely the primary level, secondary level and the tertiary level (Kibel, Saloojee & 
Westwood, 2012:7). In Eswatini, the primary level includes the care provided in the 
clinics and in the community by community health nurses and the rural health 
motivators (RHM). The RHMs are trained community members who provide basic 
health care at grassroots level to people in the community (Ministry of Health & 
Social Welfare, 2007:1); they are available even when the clinics are closed. During 
the era of high mortality and morbidity due to AIDS, RHMs play a pivotal role in the 
sense that they provide health education, suggest clinic attendance and provide 
psychosocial support. 
 
The secondary level of PHC deals mainly with inpatient management, while the 
tertiary level concentrates on rehabilitation (Dennill & Rendall-Mkosi, 2016:10). 
Provision of ART is considered a secondary level activity and is decentralised 
throughout the health centres in the country.  
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HIV testing centres are considered a fundamental part of PHC (Ministry of Health, 
2013:3) in Eswatini and HIV testing and counselling services are integral in the 
diagnosis of HIV in Eswatini. 
 
2.4 RESEARCH DESIGN 
 
A postmodern, constructivist philosophy of science undergirded the research design 
of this study. Postmodernism is a philosophy of science that came into existence 
after modernism (Kuntz, 2012:885) and is the most prevalent mode of thinking. 
Postmodernism asserts that no truth about any aspect of existence is possible, it can 
only be constructed (Patton, 2015:124). According to this philosophy of science, truth 
is dependent on language, which is constructed socially by the people speaking it 
and thus cannot provide reality (De Vos, et al. 2015:10). Postmodern thinking 
essentially puts more emphasis on the value of deconstruction – taking old ideas and 
structures apart – and reconstruction – putting together ideas and structures in novel 
ways (Polit & Beck, 2012:12). Researchers who ascribe to the postmodern 
philosophy of science evaluate their work through multiple methods such as 
dialogues with participants, personal responsibility, an ethic of caring, and 
emotionality (Denzin & Lincoln, 2011:9). De Vos, et al. (2015:10) explicate that 
postmodern research permits the researcher to provide an explanation and 
interpretation of observed behaviour patterns and the narratives of participants in the 
research project. 
 
Constructivism is a paradigm, which is often referred to as the naturalistic paradigm 
(Polit & Beck, 2012:12), and is the basis of naturalistic inquiry (LoBiondo-Wood & 
Haber, 2010:134). The naturalistic paradigm began with the writings of Weber and 
Kant, mainly as a countermovement to positivism (Polit & Beck, 2012:12). 
Constructivism adopts and embraces a relativist ontology, a transactional 
epistemology and a hermeneutic, dialectical methodology (Denzin & Lincoln, 
2011:92). The relativist ontology postulates that the authority for truth, the premise of 
right or wrong, and standards of reasoning are confined to the context that gave rise 
to it (Stanford Encyclopaedia of Philosophy, 2015:1). The transactional epistemology 
assumes that the researcher cannot separate him/herself from what he or she 
knows. The researcher and the participant in transactional epistemology are 
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inextricably linked since the manner in which they understand the world is central to 
how they understand the self, others and the world (Soini, Kronqvist, & Huber, 
2011:9). According to McCaffrey, Raffin-Bouchal and Moules (2012:214), 
hermeneutics, as a research practice, involves the appraisal, interpretation and 
reinterpretation of text. 
 
Constructivism posits that reality is constructed by the human mind and therefore 
reality is a subjective phenomenon (Mieke, 2017:4). This means that views of reality 
are socially and mentally constructed, and as such, are constructed differently by 
different people. Hence, constructivists value transactional knowledge (Denzin & 
Lincoln, 2011:92). Constructivism asserts that knowledge is viewed as bound to time 
and space, thus the reluctance to generalise findings of inquiry (Patton, 2015:126). 
Constructivism suggests that each individual has a way of making sense of the 
world. Thus, individual interpretations are worth considering. With this in mind, the 
participants selected for constructivism inquiry become active and involved in the 
process of data collection, analysis and interpretation (De Vos, et al. 2015:7).  
 
The primary assumptions of constructivism, as laid down by Guba (1989 in Patton, 
2015:123), include: 
 
• “Truth” is essentially a matter of agreement among those individuals who were 
involved in its construction, and there is no need to correspond it with objective 
reality. 
• “Facts” hold no meaning except when explained and described within a certain 
framework and or context, and therefore cannot be used as an objective 
assessment to any proposition. 
• Causes and effects do not exist except in instances where there is imputation. 
• Phenomena can only be understood within the context in which they are studied; 
hence, findings from one context cannot be generalised to another context. 
Likewise, problems and solutions in another context cannot be generalised from 
one setting to another. 
• Data produced within the science of constructivism represent a construction that 
needs to be taken into consideration in the move towards consensus. 
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Research conducted based on the constructivist paradigm is guided by the 
ontological view that there are multiple realities that exist, and these are influenced 
by the culture and the context in which they are created (LoBiondo-Wood & Haber, 
2010:134). The traditional positivist criteria of internal and external validity are 
replaced by terms such as trustworthiness and authenticity (Denzin & Lincoln, 
2011:92).  
 
According to Andrew, Pedersen and McEvoy (2011:12), there are multiple ways of 
generating knowledge in the constructivist paradigm. These include emerging 
approaches, open-ended questions, and text or image data. To generate knowledge 
through research undergirded by the constructivist approach, the researcher is 
positioned within the context in order to study the participants’ context and collect 
data as generated by the participants (De Vos, et al. 2015:7). Data collected from 
participants is interpreted and validated for accuracy. The constructivist paradigm 
assumes that knowledge acquisition is maximised when the distance between the 
researcher and the participant is minimised; hence, findings from a constructivist 
inquiry are the product of the close interaction between the researcher and the 
participants (Polit & Beck, 2012:12). 
 
A research design is defined as a blueprint for conducting a study (Burns & Grove, 
2013:43-44). It provides strategies on how a study is to be conducted. It is also 
defined as the overall plan for obtaining answers to the research questions a 
researcher has (Polit & Beck, 2010:254). As a plan, the research design provides a 
step-by-step guide on the whole research process; that is to say, it specifies the 
selection of participants, data collection methods and analysis. According to Denzin 
and Lincoln (2011:243), there are five basic questions that structure the issue of the 
research design, and these are: 
 
• How will the design connect to the paradigm or perspective being used? 
• How will empirical materials allow the researcher to speak to the problems of 
praxis and change? 
• Who or what will be studied? 
• What strategies of inquiry will be used? 
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• What methods or research tools for collecting and analysing data will be used? 
 
A qualitative, exploratory, descriptive and contextual design was used to explore the 
experiences of female adolescents living with HIV and their grandmothers who care 
for them in Phase One of the study.  
 
2.4.1 Qualitative 
 
Qualitative research is described as a systematic and subjective approach used to 
describe the life experiences and situations of individuals and further give them 
meaning through the process of interpretation (Burns & Grove, 2013:57; Holloway & 
Galvin, 2017:18). According to Denzin and Lincoln (2011:8), qualitative research 
emphasises the qualities of entities, processes and meanings that cannot be 
experimentally examined in terms of quantity, amount, intensity or frequency. 
Qualitative research is conducted in a natural setting (Denzin & Lincoln, 2011:8; Polit 
& Beck, 2010:281) whereby the researcher does not manipulate the environment in 
any way and is aimed at exploring and answering the research questions as well as 
promoting the understanding of the phenomena under investigation (Turner, 
2010:754). This means that the focus of qualitative studies is on understanding the 
social context or settings of individuals experiencing a certain phenomenon to 
facilitate exploration of relationships and human experiences (Moule & Goodman, 
2014:175). Hence, qualitative research is also called ‘naturalistic inquiry’ (Ritchie, 
Lewis, Nicholls, & Ormston, 2014:3).  
 
Qualitative research is appropriate for exploring phenomena which are not yet fully 
understood or exploring phenomena for which information is not available. Hence, 
qualitative researchers emphasise the value-laden nature of the inquiry (Denzin & 
Lincoln, 2011:8). The applicability of qualitative research in studying new 
phenomena lies in its emphasis on the quality and depth of data (Creswell, 2013:69) 
as opposed to the breadth of information which is the focus of quantitative studies. 
Qualitative researchers are concerned with the individual’s perspective or point of 
view, so they get closer to the participant by way of human interaction through 
detailed interviews and observations (Denzin & Lincoln, 2010:9). 
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The characteristics of qualitative research as outlined by Taylor, Bogdan and 
DeVault (2016:7) involve the concern about people attaching meaning to the 
situations in their lives. To emphasise, the qualitative researcher is concerned with 
interpreting the meaning of participants’ experiences (Galvin & Holloway, 2017:42) 
by setting aside preconceived ideas through the process of bracketing (Burns & 
Grove, 2013:60). As such, the qualitative researcher views people and their settings 
in a wholistic manner (Polit & Beck, 2010:259) by studying factors in the people’s 
past as well as the current situations they are experiencing (Silverman, 2016:53). As 
a consequence, how people think and act is worthy of being studied using qualitative 
approaches. 
 
Additionally, Holloway and Galvin (2017:3) state that the data produced by 
qualitative research needs to be understood first and foremost by the researcher. 
The researcher does this by immersing him/herself in the data, and the natural 
setting of the participants from where the data came. Likewise, Polit and Beck 
(2012:12) elucidate that the product of a naturalistic inquiry lies in the closeness and 
interaction between the researcher and the participants experiencing the 
phenomenon being studied. 
 
Uniquely, qualitative research is inductive in nature (Taylor, et al. 2016:8). To clarify, 
the qualitative researcher develops concepts and insights from the data as it is 
analysed rather than assessing preconceived models. The qualitative researcher 
moves from the specific concepts to general views and conclusions (Burns & Grove, 
2013:6). The inductive process allows the qualitative researcher to integrate 
information in order to provide a description that helps illuminate the phenomenon 
under study (Polit & Beck, 2012:15). The research plan in qualitative studies can 
change as the research progresses since it is flexible, evolving and systematic 
(Burns & Grove, 2013:7). 
 
Another key point is that in qualitative research, the researcher is a key instrument 
for data collection (De Vos, et al. 2015:65). The participants’ experiences and 
feelings are mediated through the researcher and are interpreted by the researcher. 
That is why reflexivity and bracketing are the most important aspects of the 
qualitative research process (Symon & Cassel, 2012:73). According to Symon and 
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Cassell (2012:73), reflexivity is what has been thought and done in a qualitative 
research project, and it assists in locating the researcher in the research project. 
Inductive and deductive reasoning (Ritchie, et al. 2014:7) is used as the researcher 
analyses and attaches meaning to participants’ data. According to Creswell 
(2013:22), the procedures for conducting a qualitative study are inductive and are 
shaped and influenced by the researcher’s experience. This study is qualitative 
because it aimed to explore the experiences of both female adolescents living with 
HIV and their grandmothers as they manage HIV on a daily basis. This study also 
sought to gain an understanding of self-management of HIV among female 
adolescents. 
 
Research participants in qualitative research are called ‘participants’ or ‘informants’ 
and are seen as an active part of the research in constructing realities of the 
situations they are experiencing (De Vos, et al. 2011:320). The results of a 
naturalistic inquiry are based on the voices and interpretations of the participants 
(Polit & Beck, 2012:12) as presented by the researcher. 
 
During the inquiry, the researcher spent substantial time in the field with participant 
contact because of the use of multiple case studies. Thus, the researcher had to 
bracket her preconceived ideas about living with HIV in order to understand the 
phenomenon through the perspectives and interpretations of the participants. 
Bracketing was specifically important for the researcher because of her personal 
experience of having a younger sister who lived with HIV. The process of bracketing 
and intuiting will be discussed in detail in Sections 2.6.1.1 and 2.6.1.2.  
 
2.4.2 Exploratory design 
 
According to Polit and Beck (2010:15), exploratory studies are undertaken when 
minimal information is available on an area of interest or when a new area is being 
investigated. Qualitative studies can be exploratory for a number of reasons. Firstly, 
if the phenomena under investigation have not been studied in a certain population 
group; for example, the female adolescent group in this study, an exploratory design 
can be used. Secondly, if a more intensive study will be implemented at a later date, 
and lastly to develop methods that will be used in a subsequent study (Burns & 
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Grove, 2013:45). This study was exploratory because self-management of HIV has 
not previously been explored among female adolescents living with HIV and their 
grandmothers caring for them in Eswatini.  
 
The researcher paid attention to the exploration of the world of female adolescents 
living with HIV and their grandmothers who care for them with the purpose of 
exploring this rather unknown phenomenon of what it feels like to live with HIV and 
care for a female adolescent living with HIV. Since this study paid attention to a 
territory that is not quite understood but still has a deeper meaning to it, the 
researcher had to use the process of intuiting and was receptive to new ideas that 
emerged as the study unfolded. To facilitate the exploratory process, the researcher 
scheduled interviews with both the female adolescents and their grandmothers to 
explore insights on their experiences of living with HIV and caring in HIV. With 
qualitative research, as the researcher sifts through information received from 
participants, new insights are gained and new questions emerge; further clarification 
is then sought to amplify or confirm the insights (Polit & Beck, 2012:15). 
 
2.4.3 Descriptive design 
 
Descriptive studies aim to gain more information about the characteristics of a 
phenomenon under investigation (Polit & Beck, 2010:236). The main objective of 
descriptive research is the accurate portrayal of people’s circumstances (Polit & 
Beck, 2012:725). According to Beukes (2013:46), the focus of descriptive research is 
the ‘how’ and ‘who’ questions which include ‘how did it happen?’ and ‘who was 
involved?’ 
 
The study is descriptive since it aimed to describe the aspects of the experiences of 
female adolescents living with HIV and their grandmothers caring for them. The 
researcher intended to provide a clearer picture of the experiences as they occur 
within the context of where the adolescent and the grandmother lived.  
 
To facilitate the description of the phenomenon, accurate data were collected, and a 
descriptive analysis of the results was obtained by exploring the deeper meaning 
units that female adolescents had of their life experiences in relation to living with 
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HIV and their grandmothers’ experiences in caring for them. A conceptual framework 
was developed from the findings of the phenomenological interviews. It formed the 
basis of the strategies for community health nurses to facilitate self-management of 
HIV among female adolescents living with HIV and their grandmothers caring for 
them in Eswatini. 
 
2.4.4 Contextual design 
 
The strategies for HIV self-management are for a specific context in Eswatini; it was 
thus important for the researcher to include a contextual design. The focus of 
contextual studies is on studying human beings in their natural habitat in order to 
foster an understanding of the dynamics of human beings (Babbie, 2016:90). Both 
social and personal contexts are important in qualitative research (Holloway & 
Galvin, 2017:4). De Vos, et al. (2015:65) state that qualitative researchers collect 
their data in a contextually bound setting where the participants experience the 
issues or problems under study. As Burns and Grove (2013:213) explain, a research 
problem occurs within a particular context, so to foster an understanding of the 
problem, the researcher must conduct the study within the context where the 
problem occurs. The study was contextual as it was conducted in the rural Manzini 
region, specifically at Mliba and Mafutseni areas, in the homes of the participants. 
The reason for selecting the rural area as the context of the study relates to the 
availability of grandmothers who were caring for female adolescents living with HIV. 
This was done to understand the events within the natural context in which they 
occurred. 
 
This study did not aim to generalise the findings to a larger population but to 
enhance the understanding of the meaning of living with HIV from the perspective of 
female adolescents living with HIV and their grandmothers who care for them so that 
an understanding of similar phenomena in similar situations could be enhanced. The 
study was also aimed at fostering understanding of the caregiving role in the context 
of HIV infection by including grandmothers caring for female adolescents living with 
HIV in this study. 
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2.5 REASONING STRATEGIES 
 
Reasoning is described as processing and organising ideas in order to reach a 
conclusion (Burns & Grove, 2013:6). Using reasoning as a source of creating 
knowledge enhanced the formulation of the conclusions of this study. Utilising 
reasoning was particularly important in the data analysis phase and in the 
development of nursing strategies for self-management of HIV by female 
adolescents living with HIV and their grandmothers caring for them. The reasoning 
strategies used during the unfolding of the study warrant further elaboration and are 
outlined next. 
 
2.5.1 Inductive reasoning 
 
Inductive reasoning is defined as the process whereby the researcher develops 
generalisations from specific observations (Polit & Beck, 2012:11). Moule and 
Goodman (2014:175) discuss induction as a process that starts with observations 
and details pertaining to an experience that are, in turn, used to develop a general 
understanding of a phenomenon. This kind of reasoning strategy moves from the 
specific to the general (Burns & Grove, 2013:7). As an illustration, if various aspects 
of experiences from different participants in a study are observed to be related to 
one broad phenomenon, it can be concluded that such experiences are related to 
the phenomenon.  
 
In this study, the inductive reasoning strategy was used during the data collection 
phase, where one central question was asked. The researcher came from the 
premise that there could be certain experiences associated with being adolescent, 
female, and living with HIV. Another specific premise was that there are specific 
experiences associated with being a grandmother and caring for a female 
adolescent living with HIV. This reasoning strategy was used during fieldwork when 
interviews were conducted. One broad question was asked during data collection to 
facilitate the process of induction. To female adolescents, the broad question was: 
How is it for you to live with HIV? And for the grandmothers, the question was: How 
is it for you to care for a female adolescent living with HIV? When the question was 
asked, the researcher used inductive reasoning to establish the multiple realities 
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associated with the female adolescents’ and the grandmothers’ experiences of living 
with HIV.  
 
2.5.2 Analysis 
 
Data analysis is the process of organising and synthesising data in order to provide 
structure and bring meaning to the vast collected data (Polit & Beck, 2012:719). In 
the analysis process, the researcher carefully studies the data in search of meaning 
and understanding. This reasoning strategy entails contrasting and comparing the 
data to determine the patterns that emerge (Brink, van der Walt & van Rensburg, 
2014:122). The process of ‘coming up’ with themes and categories from the data 
means that the researcher divides the whole data set into parts that can be better 
understood. In qualitative data analysis, the researcher clarifies, verifies and 
modifies concepts and statements (Silva & Merces, 2018:1196).  
 
In this research study, analysis as a reasoning strategy was used during the data 
collection phase and analysis of the data to produce concepts that were used in 
developing the conceptual framework. Also, analysis was used during the cross-case 
validation when the researcher engaged in the process of contrasting and comparing 
data among the cases. Lastly, analysis was used during the breakdown of the 
conceptual framework for the purpose of describing the framework. 
 
2.5.3 Synthesis 
 
Synthesis is defined as a process by which the researcher puts data back together in 
new ways in order to make new connections and a meaningful whole (Walker & 
Avant, 2011:107). This is a process whereby the researcher constructs a whole out 
of the parts (De Vos, et al. 2015:251). The constructivist researcher first 
deconstructs and then reconstructs to make new concepts from the data (Polit & 
Beck, 2012:12). During synthesis, the researcher creates patterns from the data that 
were not evident before to enhance understanding of an experience under study. 
According to Walker and Avant (2011:108), synthesis is used during analysis to 
establish a relationship between concepts in order to provide meaning. Synthesis is 
also used when the researcher is collecting or interpreting data without the use of a 
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theoretical framework. In this study, synthesis was used during the analysis of data 
where meaning units were identified within the raw data that provided the 
explanation and description of living with HIV and caring for an individual living with 
HIV. The use of information from literature during the literature control in this study 
relied heavily on the use of synthesis as a reasoning strategy. Additionally, synthesis 
was also used to determine the different concepts that were assembled for the 
conceptual framework. Equally, the reasoning approach of synthesis was used when 
drawing the overall conclusions and recommendations of the study.  
 
2.5.4 Deductive reasoning 
 
This kind of reasoning moves from the general premise to a specific premise or a 
conclusion (Burns & Grove, 2013:7). Deductive reasoning is the process whereby a 
researcher develops specific predictions from general principles (Polit & Beck, 
2012:11). The researcher begins with observations of the general principles and then 
draws a conclusion. The truth and acceptability of the conclusion are dependent on 
the truth of the general principles observed (Polit & Beck, 2012:11). In this study, 
deductive reasoning was applied to formulate strategies for self-management of HIV 
and their implementation. When the female adolescents living with HIV and their 
grandmothers’ experiences were analysed, the researcher found multiple meanings. 
These meanings were used to arrive at specific conclusions that were, in turn, used 
to develop the conceptual framework and describe the strategies that will be used as 
a point of reference for community health nurses to facilitate self-management of HIV 
by female adolescents and their grandmothers caring for them. Deductive reasoning 
was also used during literature control and in drawing the general conclusions and 
recommendations from the data analysis.  
 
2.6 RESEARCH METHOD 
 
The research was conducted in three interrelated phases. Phase One consisted of 
the collection of empirical data through the use of multiple case studies. Phase Two 
was the development of a conceptual framework for the facilitation of self-
management of HIV by female adolescents living with HIV and their grandmothers 
caring for them based on the findings of Phase One. Phase Three involved the 
46 
 
development and description of the nursing strategies for self-management of HIV 
among female adolescents living with HIV and their grandmothers caring for them in 
Eswatini. The research method, data collection and data analysis of Phase One will 
be discussed in the paragraphs that follow. 
 
2.6.1 Phase One: Exploring the experiences of female adolescents living 
with HIV and the experiences of their grandmothers caring for them 
 
Phenomenology is both a philosophy and research method that is designed to 
explore and understand people’s everyday life experiences (Shosha, 2014:1). In this 
method, the researcher attempts to describe the phenomenon with accuracy without 
the use of any frameworks (De Vos, et al. 2015:316). Phenomenology, as a science, 
encompasses two main approaches, which are descriptive phenomenology (the 
main focus of this study) and interpretive phenomenology. It is therefore important 
for a researcher to be clear on the approach they are following to avoid significantly 
reducing the value of the research (Shosha, 2014:3). Many authors agree that 
researchers should be aware of which approach they are following from the start 
since it guides the manner in which data are collected and analysed (Denzin & 
Lincoln, 2011:16; De Vos, et al. 2015:305).  
 
Phenomenology has indeed become one of the dominant means of creating 
knowledge in the field of nursing. The history of phenomenology dates back to the 
times of German philosopher Edmund Husserl in the 20th century (Shosha, 2014:31). 
Husserl attempted to make phenomenology a rigorous and unbiased science that 
would arrive at understanding the human experience through the use of bracketing 
to maintain objectivity (Balls, 2009:2). Husserl believed that the fundamental source 
of knowledge is experience, hence the study of things as they appear facilitates the 
understanding of human experience (Dowling, 2007:2). As such, an understanding of 
human experiences ought to be gleaned before the researcher can reflect on it 
(Dowling, 2007:2). Phenomenologists believe in the possibility of understanding 
human behaviour by describing and interpreting human experience as legitimate 
within the context of that experience (Moule & Goodman, 2014:210). By the same 
token, according to Moule and Goodman (2014:210), Husserl described the 
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everyday life experiences of people as the ‘lifeworld’, though they are commonly 
referred to as the ‘lived experiences’. 
 
In research, the main aims of phenomenology are to (1) gain an understanding of the 
meaning of people’s everyday experiences, and (2) direct the understanding of a 
phenomenon which is consciously experienced by people (Shosha, 2014:31). Stated 
more broadly, De Vos, et al. (2015:304) articulate that the end result of 
phenomenological studies is the general description of the phenomenon under 
investigation as seen through the eyes of the people who experience it. According to 
Matua and Van der Wal (2015:13), phenomenology has transitioned from descriptive 
phenomenology, which emphasises the pure description of people’s experiences 
(Moule & Goodman, 2014:211). According to LoBiondo-Wood and Haber 
(2010:140), phenomenological research is used to answer research questions of 
meaning. It answers the question ‘what is it like to experience this or that?’ (Brink, et 
al. 2014:121). In this study, the descriptive phenomenological approach was used. 
 
To reach the perception, perspectives (De Vos, et al. 2015:304) and meanings of 
people’s life experiences, the most important Husserlain assumptions of descriptive 
phenomenology are used. These include bracketing, intuiting, analysing and 
describing (Polit & Beck, 2012:495). Husserl believed that bracketing helps to gain 
insight and understanding of the common features of any lived experience (Shosha, 
2014:32). The assumptions or basic actions of bracketing and intuiting are described 
next. 
 
2.6.1.1 Bracketing 
 
Bracketing is considered the fundamental strategy of phenomenological research. 
Qualitative research deals with participants’ experiences and the meaning they 
attach to those experiences (Creswell, 2013:7). As such, qualitative researchers 
need not influence and contaminate the data they collect from participants with their 
preconceived ideas. Brink, et al. (2014:121) suggest that researchers need to ‘stand 
back’ and let the voices of their participants be heard in the study from the 
participants’ perspectives. The action of setting aside the researcher’s thoughts, 
ideas and feelings about a topic under study is referred to as the process of 
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bracketing (Willis, Sullivan-Bolyai, Knafl & Cohen, 2016:1189). This process is meant 
to allow the researcher to enter the field of data collection with an open mind to 
promote the intense study of human experiences without the burden of 
preconception (Moule & Goodman, 2014:210). Bracketing gives researchers the 
opportunity to examine their prejudices and how these can affect the findings of the 
study. 
 
In this study, the researcher used bracketing during the unfolding of the study, and 
even more strictly at the time of data collection and analysis. Bracketing during 
interviews (Willis, et al. 2016:1190) was a strategy used by the researcher for the 
purpose of continuous reflexivity. The process of bracketing is considered an 
intensive cognitive process that requires the researcher to be aware of her ideas, 
beliefs and feelings about a phenomenon (Polit & Beck, 2010:268). However, 
bracketing can never be totally achieved. Documenting and acknowledging the 
ideas, feelings and beliefs about HIV among adolescents made the researcher 
receptive to the voices of the participants and further reduced the possibility of her 
perspectives contaminating the data.  
 
The process of bracketing was extremely important for the researcher. She kept a 
personal diary to document feelings that arose during the data collection and 
analysis phase that would be linked to the feelings she had when her sister lived with 
HIV, became sick due to an HIV-related illness, and eventually passed on. To further 
promote bracketing, the researcher engaged a counsellor to ‘off-load’ the burden of 
grief from the loss of her sister. The process of bracketing allowed the researcher to 
identify the ‘essences’ (Moule & Goodman, 2014:211), which are the themes that 
best describe what it is like to live with HIV as a female adolescent. 
 
2.6.1.2 Process of intuiting 
 
Intuiting is defined as the process of literally studying a phenomenon of interest and 
concentrating on it (Polit & Beck, 2012:731). It is considered the second step in 
descriptive phenomenology after bracketing. Polit and Beck (2010:268) state that the 
process of intuiting occurs when the researcher remains ‘open’ to the meaning 
attributed to the phenomenon by those individuals who have experienced it first-
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hand. In this process, the researcher attempts to develop an awareness of the lived 
experiences of the participants and further becomes totally immersed in the 
experiences (Brink, et al. 2014:122). Described in other words, the phenomenologist 
attempts to meet and identify the phenomenon with an open mind so that the 
phenomenon can present itself in as free and unprejudiced a way as possible to 
facilitate its pure description and understanding (Dowling, 2007:2).  
 
In this study, the phenomenon of interest was female adolescents living with HIV and 
their grandmothers who care for them. To promote the process of intuition, the 
researcher had to be immersed in the descriptions of the experiences of the female 
adolescents living with HIV and their grandmothers caring for them. The researcher 
also critically reflected on what was described by the participants. The study was 
conducted as accurately and comprehensively as possible by spending prolonged 
time in the field and scheduling interviews with the multiple case sample. 
 
The aims of this phase of the study were to explore the experiences of female 
adolescents living with HIV as well as their grandmothers caring for them. This was 
accomplished through the use of multiple case studies consisting of grandmother 
and female adolescent pairs. A total of six female adolescent-grandmother pairs 
were selected to form part of the sample for the study. 
 
2.6.1.3 Case study 
 
A case study is defined as an empirical inquiry that investigates a phenomenon in 
depth and within its context (Yin, 2014:16). More broadly, according to Rule and 
John (2011:5), a case study is defined as the process of conducting a research study 
or investigation on the unit of study. With this in mind, a unit of a case study is the 
identified case that is under investigation (Rule & John, 2011:5). Ordinarily, the 
definition of a case study involves the term ‘process’. This signifies the series of 
steps undertaken by the researcher in identifying the case, in reading around the 
case and its context, gaining access to the case, collecting data on the case as well 
as data analysis and compilation of the report (Rule & John, 2011:5). In essence, the 
process involved in case study research allows the researcher to come close to the 
case and interact with the case during data collection. As such, conclusions drawn 
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from the case study research will be a result of the close interaction between the 
researcher and the case being studied.  
 
The reasons for selecting a case study as a research method depend on the needs 
of the researcher and the research question. Rule and John (2011:7) identified 
multiple reasons why a case study method may be selected by the researcher and 
these are elaborated on in the paragraphs that follow. 
 
a) Depth: A case study approach permits the researcher to examine a case in depth 
by focusing on the complex relations within the case itself and the relationship 
between the case and the context within which the case lives. A case study is 
therefore intensive in its way of data collection and analysis. Since qualitative 
researchers are mainly interested in the meaning participants give to their life 
experiences, a case study allows them the opportunity to immerse themselves in 
the activities of a single person or small number of people (De Vos, et al. 
2015:320). 
 
b) Flexibility: A case study allows for the extensive study of anything, ranging from 
individuals to groups and events. Thus, it allows the researcher latitude in 
developing and designing a study. 
 
c) Versatility: The case study’s adaptability to be used alone or in combination with 
other methods allows the case study to be versatile. 
 
d) Manageability: Since a case study has the ability to investigate a single unit, it 
tends to be more manageable when compared to large scale surveys. 
 
For the reasons outlined, the researcher selected a multiple case study approach. 
The principle of fit for purpose (Rule & John, 2011:8) was used to inform the choice. 
Multiple case studies were selected to allow for comparisons across the cases as 
well as breadth and depth of focus to allow an enhanced understanding of the 
phenomenon under investigation (Widdowson, 2011:26). The purpose of the study 
was to investigate what it is like to live with HIV as a female adolescent, and this is a 
very sensitive topic that was conducted on a group that is highly susceptible to HIV-
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related stigma and discrimination and the effects thereof. For this reason, the 
researcher selected the case study method so that the topic could be studied in 
greater detail; an advantage of the case study method (Widdowson, 2011:26). 
 
The field in this study is the area where the researcher gathered data through in-
depth, individual, phenomenological interviews and observations. The fieldwork 
included population and sampling, data collection, data analysis, cross-case 
validation and literature control. 
 
2.6.1.4 Population and sampling 
 
The population of a study can be described as all the elements, including individuals, 
objects, and substances, that meet the stated criteria for inclusion in a given study 
(Burns &Grove, 2013:44). As a matter of fact, the population is the overall aggregate 
of elements that possess the qualities of interest for the researcher. The population 
for this study were all female adolescents aged 18 to 21 years who were living with 
HIV and their grandmothers who cared for them.  
 
Female adolescents living with HIV and their grandmothers were purposively 
sampled into the study. Sampling is defined as the process of selecting participants 
for participation in a study (Burns & Grove, 2013: 37). Purposive sampling is a 
sampling strategy used by qualitative researchers to select participants who can 
provide the necessary information needed to answer the research questions 
(Edwards & Holland, 2013:6). According to Rule and John (2011:64), purposive 
sampling seeks to deliberately recruit participants who can provide more information 
on a case in order to advance the purpose of the research. This sampling method 
relies entirely on the judgement of the researcher (De Vos, et al. 2015:232) in the 
sense that the recruited sample contains characteristics of interest that advance the 
purpose of the research.  
 
In this study, participants who met the inclusion criteria were purposively sampled 
into the study from the rural clinics of the Nazarene Health Institutions. The 
procedure for selecting the participants was in a two-stage fashion and the 
researcher targeted the ART refill days for adolescent recruitment. Firstly, the 
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researcher requested the nurses in charge to introduce her and the study during 
their health education sessions in the morning. Interested participants who met the 
inclusion criteria were then referred to the researcher, who further explained the 
study to the adolescents. The study purpose, objectives and procedures were 
explained to the female adolescent living with HIV and time for questions was given. 
Questions were answered to the satisfaction of the female adolescents. For female 
adolescents who agreed to participate, the researcher scheduled an appointment for 
an interview at their place of residence.  
 
Secondly, female adolescents were then requested to introduce the researcher to 
their grandmothers. A meeting with the grandmothers was then scheduled where the 
study was explained to them. If the grandmother was willing to participate in the 
study, informed consent was signed, and an interview was conducted. For some 
grandmothers, their participation in the study was allowed or denied by their elder 
biological sons. As such, grandmothers who were refused permission to participate 
in this study were politely removed from the sample, along with their granddaughters. 
 
To ensure that the purposive sampling method was applied appropriately, the 
inclusion criteria had to be delineated clearly. The individuals were purposively 
sampled (Turner, 2010:6) by the researcher due to their ability to provide rich data 
on the phenomenon of interest. The sampling criteria for the study were: 
 
i. Participants had to be female, aged 18 to 21 years. 
ii. Living with HIV and aware of their positive HIV status for at least a year. 
iii. Living full-time with a grandmother for at least a year before the 
commencement of the study, and for the duration of the study period. 
iv. On ART for at least six months prior to the commencement of the study. 
v. Willing to participate in the study. 
 
The female adolescent living with HIV is a unique individual who belongs to an 
exclusive population group with awareness and experience of what it feels like to be 
female and live with HIV at the adolescent stage. The female adolescents living with 
HIV as well as the grandmothers caring for them were thus an important source of 
information to the researcher to gain insight into their lived experiences.  
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The sample size in qualitative research is not predetermined, but the principle of 
data saturation is applied, which comes into effect when no new insights emerge 
from the data (Edwards & Holland, 2013:65). Individual, in-depth interviews with the 
adolescents and the grandmothers were conducted until no new insights emerged. 
Case study research can be conducted with only one participant (Yin, 2012:3). In this 
study, a total of six female adolescents living with HIV and grandmother pairs were 
recruited into the study. Data saturation was reached when interviews with both 
adolescents and grandmothers yielded no new information regarding how it is to live 
with HIV and how it is to care for a female adolescent living with HIV.  
 
In addition to data saturation, the researcher also took the features of sufficiency in 
case studies into consideration as identified by Rule and John (2011:72). These 
include depth, holism and liveliness. Liveliness is a feature that encompasses the 
researcher’s ‘sense of being there’. Multiple strategies can be employed to indicate 
and convey ‘the sense of being there’. These include vignettes, including the 
participant’s profiles or mini-biographies, use of quotations, photographs, metaphors 
and other visual representations as might be preferred by the researcher (Rule & 
John, 2011:72). In this study, the researcher opted to use the verbatim quotations 
from the participants. Verbatim quotations have been used extensively in the 
presentation of findings and are particularly important in providing a sense of voice 
for the participants and relaying passion for the views they expressed and the key 
perspectives they provided within a case. 
 
2.6.1.5 The role of the researcher 
 
In qualitative research, the researcher becomes the key instrument of data collection 
and analysis (Polit & Beck, 2010:281). So, if reflection and bracketing are not used 
throughout the study, the researcher’s experiences, beliefs and background have a 
potential of clouding the study findings and interpretations. The researcher had 
previously worked in a PHC setting where ART services for pregnant women and 
children were the primary services being provided, prior to becoming a faculty 
member at the University of Eswatini. Within this institution, the researcher is still 
connected to the PHC facilities to aid in the placement of nursing students for clinical 
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practice. The researcher is also an elder sister to a sibling, a female adolescent, who 
was infected with HIV during the adolescent stage and sadly passed on in 2012 due 
to an HIV-related illness. The researcher believed that these experiences had the 
potential of influencing her during the conduct of this study. 
 
2.6.1.6 Data collection methods 
 
According to Yin (2012:51), the most common data collection methods in case study 
research are interviews, direct participant observation, participant observation, 
documentation, archival records and physical artefacts. Case studies are intensive 
investigations of a single unit or a small number of entities and they usually involve 
the collection of data over extended periods of time (Miles, Huberman & Saldana, 
2014:11; Polit & Beck, 2010:282). The multiple methods of data collection in this 
study were in-depth, individual, phenomenological interviews, observation and field 
notes. Data collection commenced after entry into the field was permitted by the 
ethics committees of the University of Johannesburg and the National Health 
Research Review Board in Eswatini. 
 
a) In-depth phenomenological individual interviews 
 
Interviewing is a skill that is important and expected among qualitative researchers. 
As noted by Englander (2012:14), phenomenological researchers select the 
interview as a means of data collection due to their interest in the phenomena as 
experienced by the participants. The researcher followed the guidelines of 
interviewing as outlined by Kvale and Brinkman (2009:5) and Englander (2012:27). 
Additionally, interview sessions require preparation, particularly on the part of the 
researcher (Rule & John, 2011:64). In order to conduct quality interviews and 
consequently receive high-quality data, the researcher needs to prepare for the 
interviews, apply interpersonal communication skills and also review some 
guidelines for conducting interviews (Brayda & Boyce, 2014:13). The following 
aspects of preparation and skill were applied before and during the interview 
sessions: 
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i. A conducive environment  
For a majority of participants, it is vital to have an interview in a quiet environment 
with minimal distractions (Edwards & Holland, 2013:43). Since this study dealt with a 
very sensitive topic and a vulnerable population, it was critical for the researcher to 
conduct the interviews in a place where the female adolescent would feel 
comfortable and be protected from accidental disclosure of the HIV status, and 
consequently HIV-related stigma and discrimination. As such, the interviews were 
conducted in the homes of the participants away from the disturbances of the 
community.  
 
ii. Nature and purpose of the study was explained 
To enhance the understanding of a study as a whole, it is imperative for the 
researcher to unhurriedly explain the nature of the study, along with the purpose and 
objectives to the participants (Manti & Licari, 2018:146). This enhances cooperation 
from the participants from the onset, particularly because they would be aware of the 
procedures involved and what is expected of them. In this study, the participant 
information sheet was read to the grandmothers in SiSwati to enhance their 
understanding of the study. For female adolescents, the information sheet was given 
to them to read in their preferred language. A time for questions was allowed, and 
these were answered truthfully and to the satisfaction of the participants. The 
consent statement was read to participants with the aim of reminding them of their 
rights as participants. 
 
iii. Interviews conducted in the language preferred by the participant  
Participants are better able to express themselves in their mother tongue. To ensure 
that the interview sessions yielded the thick descriptions of the experiences of living 
with HIV and caring in the context of HIV, participants were afforded the liberty of 
having the interview conducted in either SiSwati or English. 
 
There are various sources of evidence for case study research; however, Yin 
(2014:11) asserts that the interview is the most important source of case study 
evidence. In-depth interviews are a useful method for examining the social context 
from the participants’ perspective (Silverman, 2016:56). Phenomenological studies 
focus mainly on the meaning of the lived experiences of human beings (Burns & 
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Grove, 2013:27; Polit & Beck, 2010:263). In this study, the focus was on the lived 
experiences of the female adolescent living with HIV and their grandmothers who 
care for them. Adolescents living with HIV are a unique group (Silverman, 2016:54) 
that are at risk of stigma and discrimination, so the researcher made a sincere 
attempt to explain the purpose of the study and to establish a rapport with the 
adolescents in order to facilitate the flow of the interviews. Rapport in a qualitative 
study is particularly important. Thus, written consent was obtained from both female 
adolescents and grandmothers before the commencement of the interviews (Dhai & 
McQuiod-Mason, 2011:14-15).  
 
When interviewed in places where they feel comfortable, participants are able to 
freely talk about their experiences (Edwards & Holland, 2013:45). Female 
adolescents were interviewed at home with their grandmothers. According to Polit 
and Beck (2010:261), qualitative researchers collect their data in real-world 
naturalistic settings. Female adolescents were interviewed alone, and the 
grandmothers were interviewed alone. This was done to ensure that participants 
were comfortable and at ease and it also promoted freedom of expression. Field 
notes were taken during the interview sessions. 
 
The in-depth, phenomenological, individual interviews commenced with the single, 
broad, open-ended question: “How is it for you to live with HIV?” for the female 
adolescent and for the grandmothers the opening question was: “How is it for you to 
care for a female adolescent living with HIV?” The interviews proceeded in a 
conversational style guided by the open-ended question. Yin (2014:110) notes that 
the researcher has two main responsibilities during interviews. One is following the 
line of inquiry as reflected in the research protocol, and the other is asking 
conversational questions in an unbiased manner. During the interviews, non-
threatening questions were asked. 
 
The use of in-depth interviews allows for the collection of rich, thick data in a short 
period of time. The interviews lasted 40 to 60 minutes. The interviews were audio-
recorded with the permission of the participants in order to capture an accurate 
verbatim record of the interviews (Yin, 2014:110). According to Silverman (2016:54), 
the meaning systems of adolescents differ from those of adults, hence the 
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researcher probed during the interviews for the purpose of clarification and further 
information. 
  
To facilitate a conversational style during the interviews, the following communication 
skills were applied: 
 
Active listening 
Active listening is a skill that all qualitative researchers should possess. It refers to 
the researcher’s ability to capture the message of the participant during the interview 
process (Edwards & Holland, 2013:72). It involves being attuned, alert and attentive 
to what the participant is saying; both verbally and non-verbally (Edwards & Holland, 
2013:72). The message can be transmitted verbally or non-verbally. Attentive 
listening demonstrates an interest in the participant’s account and prompts the 
participant to elaborate further.  
 
Paraphrasing 
Paraphrasing is repeating what the participant has said in the researcher’s own 
words for the purpose of seeking clarification (De Vos, et al. 2015:345).  
 
Probing and exploring 
Probing is an attempt by the researcher to elicit more information from the participant 
(De Vos, et al. 2015:345). Statements such as: “tell me more about…”, or the How? 
Where? Who? type of questions can be used to effectively probe a participant for 
more information. Probing is particularly used when the participant’s responses lack 
clarity, depth or detail, and the researcher wishes to have the participant expand and 
elaborate on what they have said. Probing is useful when conducting interviews with 
adolescents. Silverman (2016:54) states that adolescents have different meaning 
systems, so the researcher should always strive to ensure that he/she seeks 
clarification and elaboration from the adolescent to avoid interpreting statements in 
the researcher’s adult meaning system. 
 
Summarisation  
When summarising, the researcher synthesises the main points obtained from the 
interview and repeats them verbally to the participants in order to ensure that she/he 
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understood everything that was communicated during the interview. The response of 
the participant is particularly important. For summarisation to serve its purpose, the 
interviewer and the participant must agree with the summary. In instances where the 
researcher and the participant do not agree with the summary, clarification may be 
provided which adds to the rich, thick data.  
 
b) Observation and Fieldnotes 
 
Field notes were written during the interview sessions to record behaviours and 
occurrences in the context that may not have been captured by the audio-recorder. 
Field notes served as another source of data and were typed up neatly and 
incorporated into the transcriptions for analysis. Yin (2014:118) documented three 
principles of data collection aimed at maximising the sources of evidence. One of the 
principles requires the use of multiple sources of evidence to achieve triangulation. 
Triangulation allows the researcher to address a broader range of issues within the 
topic under investigation, develop converging lines of inquiry and allows for 
validation of data (Yin, 2014:119-120). In this study, the in-depth individual interviews 
with female adolescents and grandmothers, and the use of observation and field 
notes ensured data triangulation. 
 
Field notes contain, among other things, a description of what was observed by the 
researcher in the field and anything that is deemed worth noting by the researcher 
(Patton, 2015:387). Field notes are a significant part of the data collection process in 
qualitative research. Patton (2015:387) asserts that field notes are descriptive in 
nature and thus should contain descriptive information that will allow the researcher 
to return to observation during analysis.  
 
Though field notes are points noted by the researcher during and immediately after 
an interview session, they must be included in the analysis since they contain vital 
information that may not be captured by the audio-recorder (Ermeson, Fretz & Shaw, 
2011:25). The purpose of field notes is to capture the researcher’s experiences of 
the field in terms of what the physical setting was like, who was present, the 
description of the social interactions that took place and what other activities took 
place in the setting (Patton, 2015:387). That is why scholars suggest that field notes 
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should be written immediately after the interview session when the situation is still 
fresh in the researcher’s memory to avoid problems associated with recall (De Vos, 
et al. 2015:335-336). In this study, field notes were written by the researcher during 
the interview sessions, and a summary of the interview was written immediately after 
each interview session. 
 
i) Observational notes 
These are used to capture the verbal and non-verbal behaviour of participants as 
they occur during the interviews (De Vos, et al. 2015:410). Observational notes 
provide more information about what actually happened during the interview 
sessions. These were noted by the researcher after clarifying observations with 
participants. 
 
ii) Personal notes 
These are defined as the notes about the researcher’s own reactions, reflections and 
experiences. It includes the researcher’s feelings about the research (De Vos, et al. 
2015:410).  
 
iii) Methodological notes 
These are also referred to as operational notes (De Vos, et al. 2015:410). These are 
instructions to oneself, including critique of one’s tactics and reminders about 
methodologies that may be useful in future research, improvements in data collection 
and quality of interviews. Mainly, operational notes provide details that are necessary 
to understand the data, clarifying what happened, what was heard, seen and 
experienced by the researcher. 
 
iv) Theoretical notes 
These are conscious, purposeful and systematic attempts by the researcher to 
derive meaning from the observational notes. This process involves a critical 
reflection of what took place, thoughts and experiences. It also involves the 
reflections on the dimensions and deeper meaning of concepts (De Vos, et al. 
2015:410).  
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2.6.1.7 Case record 
 
A case record was compiled that indicated the case study participants, the data 
collection methods used, and the questions asked. In Table 2.1, the case record is 
presented.  
 
Table 2.1: Case Record 
PARTICIPANTS DATA COLLECTION QUESTIONS  
Female adolescents living 
with HIV 
• In-depth phenomenological 
interviews 
• Field notes including 
observational notes, 
methodological notes, 
theoretical notes and 
personal notes 
How is it for you to 
live with HIV? 
Grandmothers of female 
adolescents living with HIV 
• In-depth phenomenological 
interviews 
• Field notes including 
observational notes, 
methodological notes, 
theoretical notes and 
personal notes 
How is it for you to 
care for a female 
adolescent living 
with HIV? 
 
2.6.1.8 Data analysis 
 
In case study research where multiple case studies are used, several types of data 
are collected making data analysis a complex and challenging endeavour (Yin, 
2014:133). Data analysis is defined as the management and reduction of data to 
produce meaning and draw conclusions about a phenomenon under study (Willis, et 
al. 2016:1196). The intention of data analysis is to organise data into meaningful 
units or interpretations of a framework that describe the phenomena being studied 
(Grove, et al. 2013:25). To ensure that data analysis is conducted in a credible and 
plausible manner, Turner (2010:759) suggests that all data be incorporated into the 
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analysis; that is, field notes, observational notes and audio-taped interviews. There 
are multiple methods of analysing qualitative data identified in the literature 
(Creswell, 2013:180; Burns & Grove, 2013:279); however, all end up with a 
description and an interpretation of the participants’ life situation. It is thus the 
responsibility of the researcher to conduct the analysis in a meticulous manner 
(Creswell, 2013:179).  
 
In qualitative studies, data analysis is a continuous, iterative venture (Miles, et al. 
2014:14) where the researcher follows a certain path of data analysis to develop an 
increasingly detailed knowledge of the topic being studied (Creswell, 2013:183). 
Englander (2012:14) suggests that the procedure followed for data analysis must be 
congruent with the philosophy of science in which the study is undergirded. In this 
study, data analysis was conducted following Giorgi’s steps of qualitative data 
analysis. According to Miles, et al. (2014:12), data analysis in qualitative studies 
consists of three major concurrent flows of activity: (i) data condensation, (ii) data 
display, and (iii) conclusion drawing and verification. 
 
The process of transcription was the point of departure in the data analysis process. 
The researcher transcribed all audio-recorded, in-depth, individual interviews 
verbatim and incorporated the field notes into the transcriptions. The researcher then 
listened carefully to the recordings again while reading the transcript records to 
ensure that data were transcribed completely. The interviews of grandmothers, as 
well as female adolescents living with HIV in SiSwati, were transcribed and analysed 
in the original language by the researcher in order to preserve the original meaning 
as derived from the participants. 
 
Once the transcriptions were completed, the data were then managed and organised 
using Giorgi’s method of data analysis. Giorgi’s analysis method, which follows five 
steps, guided the analysis (Broome, 2011:11-14) as conducted by both the 
researcher and the independent coder. The steps followed during the analysis were: 
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• Assuming a phenomenological attitude through bracketing everyday life 
experiences. 
• Reading and rereading the transcripts to get a sense of the whole. 
• Reading the transcripts again in search of meaning units within the data. 
• Examining the meaning units to gain an insight into essential aspects of the 
phenomenon. 
• Transforming the meaning units into structured meaningful patterns that describe 
the phenomenon under investigation. 
 
The researcher used the services of an independent coder (Turner, 2010:759) who 
conducted an independent analysis of the data. The independent coder is a 
reputable nurse and faculty member of the University of Eswatini who has extensive 
experience in qualitative methodology and has published widely on qualitative 
research. He completed his doctoral studies in psychiatric nursing in the year 2003 
at the Rand Afrikaans University. The data analysis by the researcher and the 
independent coder occurred simultaneously but independently, and the researcher 
and the coder met for consensus discussions once the data analysis was complete. 
The use of the independent coder ensured data triangulation since it enhanced 
credible analysis and interpretation of the data. 
 
2.6.1.9 Cross-case validation and Literature control 
 
Cross-case analysis is a research method that facilitates the comparison of 
commonalities and differences in the events, activities and processes that are the 
units of analysis in case studies (Khan & Van Wynsberghe, 2008:2). Cross-case 
synthesis applies specifically to the analysis of multiple cases (Yin, 2014:164). It 
enables the researcher to delineate the combination of factors that may have 
contributed to the outcomes of the cases and seek an explanation as to why one 
case is different from another. Furthermore, cross-case synthesis allows the case 
study researcher to understand how relationships may exist among cases and refine 
and develop concepts. To facilitate this process, Yin (2014:165) suggests that the 
researcher creates a Word table to display the data from the individual cases 
according to uniform categories. In this study, a Word table was used to display the 
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features and findings of each case on a case by case basis. The researcher then 
probed whether the cases shared some similarities or differences and examined the 
word tables for cross-case patterns (Silva & Merces, 2018:1196). A cross-case 
validation report was then prepared that outlined the similarities, differences and 
patterns identified from the case data. Yin (2014:167) states that the case study 
researcher must possess the skill of developing strong, plausible and fair arguments 
that are supported by the case study data. 
 
In qualitative research, literature can be used for a number of reasons, including to 
guide and frame the problem (Brink, et al. 2012:72). This is the most common use of 
literature in qualitative studies. Only just enough literature is reviewed to enhance the 
expatiation of the identified research problem. When used for this reason, the 
researcher reviews literature in an attempt to delineate the problem and provide 
some background to it. However, it should not be so extensive that it influences or 
adds to the researcher’s preconceived ideas. Then secondly, literature in qualitative 
research can be reviewed and presented as a separate chapter, particularly when 
the principles of research are still being taught to students. Lastly, and most 
significantly, literature is used after the data collection and analysis process where it 
serves as an aid to the research study (Taylor, et al. 2016:42).  
 
In this study, a literature control was done to find similarities and evaluate the 
significance of the research within a larger body of scientific knowledge. The 
literature control ensures that the findings of a qualitative study are contextualised 
into an already existing scientific body of knowledge. The literature consulted for this 
part of the study included literature on the lack of resources on living with HIV and 
female adolescents, side effects of medication, stigma and discrimination, 
psychological effects of HIV, grandmothers and the burden of caregiving, and any 
other as informed by the meaning units derived from the data analysis. 
 
2.6.2 Phase Two: Conceptual framework 
 
A conceptual framework is defined as an abstract logical structure that enables the 
researcher to link the findings (Burns & Grove, 2013:41). It can explain, either 
graphically or narratively, the key factors, constructs and the presumed relationship 
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among them as derived from the study findings (Miles, et al. 2014:20). De Vos, et al. 
(2015:36) state that when a researcher links the findings of a study in a conceptual 
framework, three outcomes are possible: a typology, a model, or a theory. Therefore, 
the nature of the conceptual framework is determined largely by the function that the 
conceptual framework is supposed to fulfil (De Vos, et al. 2015:36).  
 
In this study, utilising the findings from Phase One, the conceptual framework was 
developed. The conceptual framework is described in detail in Chapter Five of this 
study. The concepts in the conceptual framework were classified using the survey 
list of Dickoff, et al. (1986:421), which seeks to answer the following set of questions: 
 
i. Who is the agent? 
ii. Who is the receiver? 
iii. What is the procedure? 
iv. What is the dynamics? 
v. What is the context and  
vi. What is the outcome? 
 
2.6.3 Phase Three: Developing the strategies 
 
The strategies for self-management of HIV among female adolescents living with 
HIV and their grandmothers caring for them were derived from the conceptual 
framework. Each strategy was described with its objectives and actions for 
operationalisation. 
 
2.7 MEASURES TO ENSURE TRUSTWORTHINESS 
 
The researcher ensured trustworthiness in this study by following Lincoln and Guba’s 
(1985:301-320) model. The four criteria for trustworthiness, as outlined by Lincoln 
and Guba (1985:301-320) are truth-value, applicability, consistency, and neutrality. 
Truth-value is achieved through the use of credibility strategies, applicability is 
ensured by using the strategies of transferability, consistency is accomplished by 
using the strategies for dependability, and neutrality is achieved by implementing the 
strategies of confirmability. 
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Table 2.2 presents a summary of the measures to ensure trustworthiness in this 
study. 
 
Table 2.2: Strategies to Ensure Trustworthiness 
STRATEGY CRITERIA APPLICATION 
Credibility Prolonged engagement in 
the field 
The researcher spent 
months in the field 
conducting individual, in-
depth interviews with 
adolescent females living 
with HIV and 
grandmothers caring for 
them. 
Data saturation 
Reflexivity  Continuous self-critique 
and self-appraisal of the 
researcher through 
documenting in a diary. 
Bracketing. 
Field notes were written. 
Triangulation  Interviews with female 
adolescents living with HIV 
and their grandmothers.  
Multiple case studies were 
used. 
Field notes. 
Independent data coder. 
Developing the conceptual 
framework and describing 
nursing strategies for self-
management of HIV. 
Member checking Follow-up interviews were 
scheduled.  
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STRATEGY CRITERIA APPLICATION 
Evaluation of findings with 
the participants. 
 
Peer examination Three qualitative research 
experts as supervisors. 
 
Use of an independent 
data coder. 
Peer evaluation Strategies were presented 
at doctoral seminars. 
Authority of the researcher Extensive experience as a 
nurse. 
Successful completion of a 
pre-doctoral programme in 
research methods. 
Structural coherence Focus was on the female 
adolescent living with HIV 
and the grandmother as a 
caregiver. 
Transferability  Sample  Purposeful sampling of 
adolescents and their 
grandmothers. 
Dense descriptions  Dense descriptions of the 
participants’ 
demographics. 
Complete description of 
the findings with use of 
verbatim quotes. 
Dense description of the 
conceptual framework and 
the nursing strategies for 
the self-management of 
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STRATEGY CRITERIA APPLICATION 
HIV. 
Dependability  Dependability audit  
 
Step-by-step guidance of 
the research process by 
supervisors. 
Peer examination. 
Literature control. 
Dense description of 
research method 
The three phases of the 
research method were 
described. 
The population, sample 
size and sampling, data 
collection and analysis 
were described 
completely. 
Step-wise replication of 
research 
Data were coded and 
again recoded. Member 
checks of codes and 
themes were done. 
Supervisors compared the 
recoding. 
Code-recode procedure Consensus meetings with 
the researcher and 
independent coder.  
Peer evaluation. 
Confirmability Confirmability audit Independent coder. 
Doctoral seminars. 
A chain of evidence was 
kept and provided as 
required. 
Reflexivity  Observational and field 
notes taken during 
interviews. 
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In the following paragraphs, the measures to ensure trustworthiness are discussed in 
detail. 
 
2.7.1 Credibility strategies 
 
This is an alternative to internal validity. Multiple strategies are identified and carried 
out in qualitative inquiry to ensure that the findings are presented in a manner that 
makes them credible. Credibility means that the participants recognise the meaning 
that they themselves give to a situation or condition and the truth of the findings of 
their own social context (Halloway & Wheeler, 2010:303). Here the researcher will 
describe the activities that were carried out to increase the likelihood of producing 
credible findings. These activities include: 
 
2.7.1.1 Prolonged engagement in the field 
 
The researcher conducted qualitative research that used multiple case studies. This 
required that she spent significant time in the field for data collection. Time was 
devoted before the commencement of the interviews to explain the purpose of the 
study in detail and allow the participants to ask questions (Taylor, et al. 2016:49). 
Building rapport with adolescents is an extremely important step before data 
collection. Culturally, the elderly are not fond of sharing their ‘household’ stories with 
strangers, so it was important for the researcher to allow time for the participants to 
get accustomed to her and build a relationship of trust. Hence, the researcher spent 
significant time giving the participants information about the study and answering 
questions. Interviews were scheduled which lasted 40-60 minutes. Time was 
dedicated for clarity on what the participants had said. 
 
2.7.1.2 Reflexivity (reflexive journal) 
 
Simon and Cassell (2012:73) state that reflexivity is a complex process since it goes 
above and beyond simple reflection on the research process. It is a process of 
critically reflecting on the self as a researcher, and the human as an instrument of 
data collection (Denzin & Lincoln, 2011:124). It is a conscious experiencing of the 
self as both an investigator and participant and forces the researcher to come to 
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terms with the self and with the multiple identities that represent the self in the 
research setting (Denzin & Lincoln, 2011:124). Thus, a researcher not only brings 
the self in the research field, but also creates the self in the field. The self, brought 
and created in the research field, falls into three categories, namely research-based 
self, brought self (the self that creates our standpoints and views), and situationally 
created self. As a consequence, each of these selves, brought and created in the 
research field, have a distinct voice and come into play in the research setting, 
hence, the process of reflexivity becomes integral in postmodern research. 
Reflexivity involves reflecting on how the researcher’s intellectual, perceptual, 
cultural and cognitive processes inform the overall interpretation of the findings 
(Simon & Cassell, 2012:73). Reflexivity demands that researchers interrogate the 
self in relation to research efforts and how the elements in the researcher’s 
background shape the interactions between the researcher and participant, and the 
writing process. 
 
To enhance reflexivity, field notes were written during the interview sessions. These 
notes allowed the researcher to critically reflect on the interactions that occurred 
during the interview sessions. These notes reflected the researcher’s feelings and 
ideas generated by being in contact with the participants. These notes were 
incorporated into the verbatim record and analysed. 
 
2.7.1.3 Triangulation  
 
Triangulation involves the use of multiple methods in the conduct of a study to 
enhance the credibility of findings and also ensures that the phenomenon under 
study is understandable (Yin, 2014:120). The methods that were used in applying 
triangulation in this study were in-depth phenomenological interviews with female 
adolescents and grandmothers, multiple case studies, incorporating field notes 
during the analysis phase, the use of an independent coder for data analysis, the 
consensus discussions with the independent coder, and literature control to 
recontextualise the findings. 
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2.7.1.4 Peer examination 
 
This study, from planning to implementation, was subjected to the critical reviews of 
the research supervisors who have extensive experience in qualitative research. 
Again, the use of the independent coder allowed for neutrality in analysis and 
truthfulness in the interpretation of the data. 
 
2.7.1.5 Member checking 
 
In this study, member checking began at the point of data collection. Interview 
techniques, including seeking clarity, probes and summarisation, were used with all 
participants with the goal of attaining more information and clarification on what the 
participant said. After the data were analysed, the researcher went back to evaluate 
the findings with the participants. This was done to evaluate the interpretations and 
conclusions the researcher had drawn. 
 
2.7.1.6 Peer evaluation 
 
In this study, the method, phenomenon and the researcher’s interpretation of the 
data were presented to peers outside of the study who are experts in research 
forums and conferences. The peers provided debate and comments on the steps of 
the research process. 
 
2.7.1.7 Authority of the researcher 
 
The researcher participated successfully in the pre-doctoral programme at the 
University of Johannesburg, where research methodology was taught. The 
researcher also has 10 years’ experience in the field as a nurse and has worked 
closely with a Non-Governmental Organisation that deals with HIV and AIDS in 
Eswatini. Therefore, as a researcher, she had the authority to conduct this study. 
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2.7.1.8 Structural coherence of the study 
 
Structural coherence ensures that there are no inconsistencies between the data 
and their interpretations (De Vos, et al. 2015:420). In this study, structural coherence 
was ensured by the researcher’s strict focus on female adolescents living with HIV to 
facilitate their self-management of HIV. The purpose of this study was to gain an 
understanding of the experiences of female adolescents living with HIV and their 
grandmothers who care for them, to develop a conceptual framework and nursing 
strategies to be used as a framework of reference to facilitate self-management of 
HIV by female adolescents living with HIV in Eswatini.  
 
2.7.2 Transferability strategies 
 
Transferability refers to the ability to transfer the findings to a larger population (Polit 
& Beck, 2012:745). It involves the application of the study findings to other contexts 
and settings or with other groups of participants. This is the alternative to external 
validity or generalisability. 
 
In this study, transferability was enhanced through the use of a purposive sampling 
method which ensured that only those participants who are in a position to provide 
the necessary information were sampled into the study, provision of dense 
descriptions of the demographics of the participants and the provision of thick 
descriptions of the findings. Findings are presented with verbatim quotes from the 
participants. The conceptual framework and nursing strategies for the self-
management of HIV by female adolescents living with HIV and their grandmothers 
caring for them was described in depth. 
 
2.7.3 Dependability strategies 
 
Dependability is concerned with the consistency of the study findings (Polit & Beck, 
2012:725). This is the alternative to reliability (Brink, et al. 2014:173).  
 
To enhance consistency in this study, the researcher provided a dense description of 
the data collection and analysis methods so that other researchers can be in a better 
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position to audit the steps in developing the strategies for self-management of HIV. 
The aim of this qualitative research was to describe the experiences of female 
adolescents living with HIV and the experiences of their grandmothers caring for 
them. It was not aimed at generalising the findings but enhancing understanding of 
the phenomenon, thus it was described as contextual. 
 
2.7.3.1 Step-wise replication of the research method 
 
This involves the replication of all the steps of the research by two or more teams 
who deal with the data independently and then compare the findings (Brink, et al. 
2014:173). The interview data were coded and recoded, and the research 
supervisors checked the recoding. Member checks of codes and themes were done. 
 
2.7.4 Code-record data analysis 
 
This is a procedure that is carried out by the researcher during the data analysis 
phase of the study. After coding a section of data, the researcher needs to wait at 
least two weeks and then return and recode the same data and evaluate the results 
(Brink, et al. 2014:173). An independent coder was used in this study and consensus 
meetings were held to discuss the themes between the researcher and the 
independent coder. 
 
2.7.5 Dependability audit 
 
Step-by-step guidance of the research process was performed by the research 
supervisors. Monthly meetings with the research supervisors were scheduled to 
discuss and guide each step of the research process. The actual data, findings and 
interpretations and recommendations were examined to attest that the inquiry is 
supported by data (Brink, et al. 2014:173). A literature control was carried out after 
data analysis to recontextualise the study findings. 
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2.7.6 Confirmability strategies 
 
Confirmability refers to the neutrality of the study findings; this means that the 
findings of the study are free from bias and can be confirmed by other researchers. 
This is an alternative to the concept of objectivity. According to Brink, et al. 
(2014:127), confirmability guarantees that the findings, conclusions and 
recommendations of the inquiry are supported by the data and further indicate the 
agreement between the investigator’s interpretation and actual evidence. 
 
The researcher used a reflexive journal to assist her in bracketing her perceptions of 
the lived experiences of female adolescents and HIV throughout the conduct of the 
study. The processes that were followed in the conduct of the study were kept to 
allow for an audit trail of the whole research process. Records were kept which 
include field notes, audio-recordings, data analysis methods and notes on 
consensus discussions. A confirmability audit seeks to establish if the data and 
interpretations made by the researcher are supported by material in the audit trail 
and are internally coherent (Guba & Lincoln, 1989:243). The researcher documented 
the procedures for checking and rechecking the data throughout the study to 
maintain a chain of evidence. The use of an independent coder allowed for 
independent analysis of the data. The findings were also presented at research 
forums and conferences. 
 
2.8 ETHICAL MEASURES 
 
Ethical measures were adhered to in this study using the framework proposed by 
Dhai and McQuid-Mason (2011:14-15). This framework is sometimes called the ‘four 
principles’ and is outlined as follows: 
 
• Autonomy 
• Non-maleficence 
• Beneficence and  
• Justice  
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The application of these principles in this study was discussed in Chapter One. 
 
2.9 CONCLUSION 
 
In this chapter, the research methods that were followed during the conduct of this 
study were discussed in detail. Methods to ensure trustworthiness were also 
presented. In the next chapter, the findings from the individual, in-depth, 
phenomenological interviews with female adolescents living with HIV and their 
grandmothers who care for them will be described.  
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CHAPTER THREE 
DISCUSSION OF THE FINDINGS FROM THE CASE STUDIES: 
EXPERIENCES OF FEMALE ADOLESCENTS LIVING WITH HIV AND 
THEIR GRANDMOTHERS WHO CARE FOR THEM IN ESWATINI 
 
3.1 INTRODUCTION 
 
In the previous chapter, the research methods that were followed during the conduct 
of this study were discussed in detail. In this research study, a multiple case study 
approach was used. Data gathering for the study was conducted between November 
2017 and April 2018, and the pilot study was conducted in October 2017. Data were 
collected by means of in-depth individual interviews with the aim of capturing the 
experiences of female adolescents living with HIV and their grandmothers caring for 
them. The interviews were also aimed at understanding the phenomenon of living 
with HIV as a female adolescent and the caring role as experienced by 
grandmothers. The data collection techniques – which were in-depth individual 
interviews, observational and field notes, and the multiple sources of data in 
grandmothers and female adolescents living with HIV – maximised the range of 
information which fostered a deeper understanding of the phenomenon, improved 
trustworthiness of the data, and provided a basis for triangulation.  
 
The fieldwork for this research consisted of six case studies and was built around 
female adolescent and grandmother pairs. One interview was conducted with the 
female adolescent living with HIV and one interview was conducted with the 
grandmother caring for the female adolescent living with HIV.  
 
Participants for this study were sampled purposively after being identified at the 
Nazarene clinics in the rural Manzini region. Participants were identified during their 
clinic appointment days for ART refills. The researcher would sit in the clinics every 
Saturday, which is the designated ART refill day for female adolescents. Nurses on 
duty on this day would introduce the research to female adolescents who met the 
inclusion criteria and, if they were interested, they would be referred to the 
researcher. The researcher then explained the research process and consequently 
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set up an appointment for interviews with the participants. Participants were also 
asked to introduce the research to their grandmothers and request that the 
researcher and the grandmother meet for an interview. All interviews were conducted 
in the homesteads where the participants resided. On the day of the interview, the 
research process was explained again to the participants and the researcher ensured 
that participants understood the procedures involved, as well as the purpose and 
objectives of the study. The researcher ensured that all participants had adequate 
time to read or be read to (in the case of grandmothers), and understand the 
information contained in the participant information sheet and consent form. 
Furthermore, participants were given enough time to ask questions and these were 
answered satisfactorily. Informed consent from both female adolescents living with 
HIV and grandmothers was obtained in writing prior to the interviews. Participants 
also gave consent for the interviews to be audio-recorded, which lasted between 40 
to 60 minutes. The central question asked for female adolescents was “How is it for 
you to live with HIV?” and for the grandmothers, it was “How is it for you to care for a 
female adolescent living with HIV?” 
 
In the pilot study, no difficulty was encountered with the wording of the central 
question and participants were able to understand and respond to the question. 
However, the researcher’s interviewing techniques resulted in shallow and superficial 
data, thus the findings of the pilot study were not included in the final analysis. 
Interview data from the six cases were transcribed verbatim and Giorgi’s method of 
data analysis was applied. After data were collected, transcribed and analysed, an 
independent coder, who is an experienced qualitative researcher, also analysed the 
data. 
 
3.2 BACKGROUND AND DESCRIPTION OF DEMOGRAPHICS OF 
PARTICIPANTS IN THE MULTI-CASE SAMPLE 
 
The sample size comprised of six cases, which were made up of 12 participants in 
total. The age ranges for female adolescents was from 18 to 21 years and the 
grandmothers’ ages ranged from 60 to older than 69 years. Some of the 
grandmothers did not know their exact ages and reported that they were already 
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receiving a pension and some government grants which were given to elderly people 
aged 60 years and older.  
 
Three of the female adolescents were reasonably fluent in English but preferred to 
have the interviews conducted in SiSwati. All interviews with female participants were 
consequently conducted in SiSwati. Three of the female adolescents were in school, 
with two at primary school and one in high school. Two female adolescents were 
looking for employment while one was enrolled at an Agricultural Training Institute. 
None of the grandmothers could speak English thus their interviews were conducted 
strictly in SiSwati. All participants resided within rural Manzini region where the study 
was conducted. One female adolescent and grandmother resided at kaDvokolwako, 
while three resided at Mliba area, and the other two resided at Malindza and 
Mafutseni areas, respectively. All the female adolescents were treated and managed 
at Nazarene clinics in the Manzini region and they visited these clinics on a monthly 
basis for their ART refills. 
 
All six female adolescents in this study had lived with HIV and been on ART for more 
than a year prior to the commencement of this study. Four of the participants were 
perinatally infected with HIV, while two were behaviourally infected. All participants 
had a grandmother as the primary caregiver, and they lived with their grandmothers 
on a full-time basis. All grandmothers were unemployed and relied on their pension 
and government grants to support the caregiving role. One grandmother was self-
employed and ran a market stall which operates during school days in one of the 
local primary schools. Table 3.1 presents the demographic data of the six case 
studies. 
 
Table 3.1: Demographic Data of six case studies 
 CASE 1 CASE 2 CASE 3 CASE 4 CASE 5 CASE 6 
Age 
A: 21 
years 
G: 67 
years 
A: 21 
years 
G: 67 
years 
A: 20 
years 
G: 65 
years 
A: 19years 
G: above 
69years 
A: 18years 
G: above 60 
years 
A: 18 years 
G: above 60 
years 
Interviews 
conducted 
A: 1 
G: 1 
A: 1 
G: 1 
A: 1 
G: 1 
A: 1 
G: 1 
A: 1 
G: 1 
A: 1 
G: 1 
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 CASE 1 CASE 2 CASE 3 CASE 4 CASE 5 CASE 6 
Level of 
education 
Form 4 
In 
school 
Tertiary 
In training 
Grade 6 
In-school 
Grade 7 
In school 
Grade 7 
Dropped out 
of school 
Grade 7 
Out of 
school 
Years living 
with HIV: A 
Since 
birth 
1 year 6 
months 
Since birth Since birth Since birth 2 years 
Year of ART 
initiation: A 
2013 2016 2009 2016 2012 2014 
ART 
Regimen 
TDF + 
3TC + 
EFV 
TDF + 3TC 
+ EFV 
TDF + 3TC 
+ EFV 
ABC+ 3TC+ 
EFV 
TDF + 3TC 
+ EFV 
TDF + 3TC 
+ EFV 
Employment 
status of 
grandmother 
Runs a 
market 
stall 
Not 
gainfully 
employed 
Not 
gainfully 
employed 
Not gainfully 
employed 
Subsistence 
farmer 
Not gainfully 
employed 
Not gainfully 
employed 
Value of 
elderly grant 
R400.00 
($28.09) 
R400.00 
($28.09) 
R400.00 
($28.09) 
R400.00 
($28.09) 
R400.00 
($28.09) 
R400.00 
($28.09) 
Key to abbreviations: A = Adolescent, G = Grandmother. ABC = Abacavir, TDF = Tenofovir, 3TC 
=Lamivudine, EFV = Efavirenz 
 
In the next section, the experiences of adolescents living with HIV and their 
grandmothers caring for them will be discussed as indicated by the in-depth, 
individual interviews. 
 
3.2.1 Experiences of female adolescents living with HIV and the 
grandmothers caring for them 
 
After the analysis process, which involved identifying deeper meaning from the 
stories from female adolescents living with HIV and their grandmothers caring for 
them, the researcher identified four main themes and categories from the data. 
These themes and categories were discussed with the independent coder. The 
researcher and the independent coder held meetings to discuss the storyline, themes 
and categories and reached a consensus.  
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The central storyline on the experiences of grandmothers and their adolescent 
female granddaughters living with HIV showed that adolescents and grandmothers 
experienced a quest to survive, experienced support systems, experienced 
psychological effects and an extended duty of the caregiving role was experienced 
by grandmothers. If the female adolescent is free from sicknesses and other physical 
effects, such as side effects of medications, and is taking the pills as prescribed, it 
gives a feeling of relief, satisfaction and a renewed vision for life for both the 
grandmother and the female adolescent. 
 
In Table 3.2, the summary of the identified themes from the six cases is presented. 
The identified themes give a synopsis of the experiences of female adolescents living 
with HIV on a daily basis in their internal and external environments. The themes also 
give an overview of the caring role as it relates to grandmothers caring for female 
adolescents living with HIV. The identified themes also capture how female 
adolescents perceive living with HIV and how grandmothers experience the caring 
role. 
 
Table 3.2: Overall summary of themes and categories from interviews 
Themes Categories 
1. Experienced quest to survive 1.1. Experienced a lack of provision for 
daily life because of the lack of resources 
1.2 Experienced physical effects because 
of poor health status that was physically 
draining 
1.3. Experienced side effects of 
medication for HIV 
2. Experienced support system 2.1 Experienced clinical support through 
nurse-patient relationship 
2.2 Experienced grandmother-
granddaughter relationship that provided 
communication and emotional support 
2.3. Experienced a lack of community 
support, fear of stigma and discrimination 
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Themes Categories 
that led to the concealment of the HIV 
status 
2.4. Experienced reliance on a Higher 
Power 
3. Experienced psychological effects 3.1. Experienced poor acceptance of the 
HIV status 
3.2. Experienced low social integration 
because of betrayal, isolation, loneliness 
and suicidal ideation and lack of 
friendships  
3.3. Experienced feelings of loss: grief, 
fear, stress, mistrust and worry about the 
future 
4. Experienced extended duty of 
caregiving role by grandmother 
4.1. Experienced adherence support 
through medication reminders 
4.2. Experienced that the emotional 
support by the grandmother led to a 
deeper attachment to the granddaughter 
and the duty of counselling 
4.3. Experienced protectiveness in day-
to-day care 
4.4 Experienced a burden of care for 
other family members living with HIV 
* Colour codes for categories: female adolescent = blue, grandmother = green, both grandmother 
and female adolescent = purple 
 
In the section that follows, each case will be discussed individually. 
 
3.3 CASE STUDY ANALYSIS 
 
Yin (2014:142-168) describes five analytic techniques for case studies. One of the 
techniques is explaining why and how a phenomenon happened (Yin, 2014:147). 
The researcher found the themes and categories from the adolescent and 
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grandmother data to be similar, which indicated some similarities in their experiences 
of HIV. A central theme developed that gave some explanation of how living with HIV 
was experienced by the female adolescent living with HIV and the grandmother who 
is a primary caregiver, but not living with HIV. 
 
An integrated report was written by matching the themes and categories that 
emerged from the female adolescent and grandmother data. In compiling this report, 
the transcriptions of both female adolescent and grandmother interviews and field 
notes were read again to ensure clarity of the identified themes, categories and 
subcategories. All names used in the case study descriptions were pseudonyms to 
protect the identities of the participants. Verbatim quotes from female adolescents 
are highlighted in blue while those by grandmothers are coloured green.  
 
3.3.1 Case 1: Simile 
 
3.3.1.1 Biographic and demographic data  
 
Simile (pseudonym) was a young lady of 21 years. She was doing Form 4 in a local 
high school, walking distance from her home. She was diagnosed with HIV in 2013 
and has been on ART since 2016. Her regimen is Tenofovir (TDF) + Lamivudine 
(3TC) + Efavirenz (EFV). She had lived with her grandmother since she was seven 
years old. Her mother passed on after a long illness while she was still young. Simile 
and her younger sister were already staying with their grandmother at the time of 
their mother’s passing. The homestead had multiple houses in good condition where 
members of the extended family live. Simile’s younger sister was also living with HIV. 
Prior to finding out about her HIV status, she experienced some relentless coughing 
and progressive loss of weight. When she got tested for HIV, the results were not 
communicated to her but to her grandmother, and she reported that at first, she did 
not understand what was going on. Soon thereafter, she and her grandmother visited 
the clinic where she was initiated on cotrimoxazole while the workup for ART initiation 
was being carried out. She experienced adverse effects from the drugs at first, 
however, the effects lessened with time. She described being on ART as a journey 
that gets better with time. 
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Simile described her relationship with her grandmother as a perfect one because her 
grandmother loved her. However, at home she was at peace with other family 
members because they let her do all the household chores alone. Her HIV status had 
not been disclosed to her cousins, who were the same age as her, and that 
increased her armour to guard against accidental disclosure of her status. She was of 
the opinion that one of her aunts did not like her very much, but she could not figure 
out why. 
 
Simile’s grandmother, Gogo Mathabela (pseudonym), was 67 years old. She was 
unemployed but had a stall at the school’s market place. She supported herself and 
the family with the proceeds from the market stalls. She had taken care of Simile 
since she was little, but she was not Simile’s biological grandmother. She reported 
that she was a sister to Simile’s biological grandmother. When she agreed to take 
care of the children, that is, Simile and her younger sister, she noticed that the 
younger had a failure to thrive. She then began the duty of caregiving for a child 
living with HIV. When the younger one became better, she noticed that the elder one, 
Simile, was showing manifestations such as coughing, loss of appetite and failure to 
gain weight. At that time, some health workers were conducting HIV tests within the 
community and she gave them permission to test Simile. She was shocked that the 
results came back positive. The hospital trips started all over again. Simile’s 
grandmother reported that she felt dismayed and heartbroken at the same time, even 
though she suspected that Simile might be HIV positive.  
 
Gogo Mathabela had biological children living with HIV and had been a caregiver to 
them as well. She expressed concern that her granddaughters were not performing 
well at school, and at one point, she lost the government’s support because Simile 
had failed at school. Regardless of her willingness to support her granddaughter, she 
had no one to support her financially.  
 
The identified themes are discussed in the paragraphs that follow with quotations 
from the raw data. 
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a) Theme 1: Experienced quest to survive 
 
Theme 1 discusses the challenges that both the female adolescent, Simile, and the 
grandmother, Gogo Mathabela, experienced. The female adolescent experienced 
difficulties related to living with HIV. The challenges were linked to a lack of financial 
support and the physical effects of the treatment. Despite these challenges, Simile 
wished to live her life to the fullest even though HIV had some obvious physical 
effects on her.  
 
Gogo Mathabela, on the other hand, experienced challenges related to being the 
primary caregiver and family support for the female adolescent living with HIV. She 
was in constant pursuit of survival just to provide comfortable living conditions for 
Simile, her younger sister, and the rest of the family who depended on her.  
 
The following categories were generated from the main theme: 
 
a.i) Category 1: Experienced a lack of provision for daily life because of the 
lack of resources 
 
Everyday living was a continuous struggle whereby Simile and her grandmother 
faced the realities of their lack of resources. In this category, Simile and her 
grandmother (Case 1) described the shortage in terms of financial resources as well 
as food items. Simile (A, 21 years of age, Form 4, in school) described the difficulties 
of having to attend a clinic appointment when she was aware that her grandmother 
did not have the money.  
 
“Bumatima lengihlangabetene nabo, njenganyalo lokukuvalwe tikolwa vele 
kute lemali kahle vele kudzingeka kutsi vele Gogo ayiboleke lemali nakhona 
lemali uyiboleka lakubomalume phindze kufuneka lemali ayibisele 
nakayiboleka kutsi asigibetise tsine siye esibhedlela kute lokunye 
lakangayitsatsa khona” (The difficulties I have faced, like now that schools are 
opened there is no money for us to go to the clinic, my grandmother needs to 
borrow the money from my aunts and uncles and she needs to pay it back, 
there is nowhere else she can get the money). 
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She was aware that her grandmother tried by any means to feed hand clothe her; 
 
“Nasitsengelwa timphahla sitsengelwa nguGogo but nakhona kute ngeke vele 
sigcoke njengalalabanye bantfwana.” (When we receive the clothes that 
grandmother buys for us even then we cannot have the best of clothes, same 
as those for the other children). 
 
Gogo Mathabela (G, 67 years of age, runs a market stall) also experienced 
challenges in caring for both granddaughters living with HIV while still providing for 
the rest of the family. She mentioned that while she was still employed, she did not 
have a lot of issues with money, but now that she had to source funds for transport 
fare for two granddaughters to the clinic every month it had become a source of 
concern. She described it as follows: 
 
“But it was alright because I was working at that time, and I had some cash. 
Even now, though I am retired, I am struggling for them. I sell fruits, chips and 
sweets at the school gate just to get money for their bus fare for them to go to 
the hospital at Dvokolwako Health Centre and also attend the support groups” 
 
Although Gogo Mathabela was still struggling with the financial responsibilities 
related to caregiving, she also had elder children who were employed who tried to 
help her when she was in dire need.  
 
“Nginabo bantfu mntfwanami lengiye ngicoce nabo. Ikakhulu lontfomabatane 
wakami noma esendzile anemuti wakhe uyasinaka kakhulu. 
Kwakulukhunyana nje ngesikhatsi angekho asesikolweni ayofundza 
lekuboZambia. Hhayi yena ungetfwele” (I mainly talk to my daughter though. It 
was difficult for me when she was away in Zambia for school. She is the one 
who shares this load with me. She supports me emotionally and financially. 
She has been there for me). 
 
Sometimes the market stall at the school did not yield enough returns for Gogo 
Mathabela, and that contributed to her financial struggles. She indicated that times 
were tough when schools were closed for holidays because then the markets are 
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closed as well since her main customers are the school-going children. Through her 
struggles, family support came, albeit sporadically, but it momentarily bailed her out 
of the misery of financial scarcity. 
 
“Ngalesinye sikhatsi mntfwanami, kubabete kubabete. Noma ngingenti 
kwayona lelencane imali…kepha ke ukhona lomfana wakami lolisotja uvele 
angibone bese unginika lemali atsi ‘make yabomshana lena yekugibela, 
angifuni uhlupheke’”. (Sometimes I do not make enough money...but my son, 
the one who is in the army gives me money and specify that ‘mother, this one 
is for bus fare for the nieces, I do not want you to struggle’). 
 
The financial struggles that Gogo Mathabela experienced went beyond the provision 
of food and daily living expenses. She also struggled to finance her granddaughters’ 
education. The Government of Eswatini, under the Deputy Prime Minister’s office, 
offers educational financial aid for orphans and vulnerable children. To ensure 
continuity of this aid, beneficiaries are expected to pass. If students fail, like in 
Simile’s case, the financial aid is withdrawn, leading to misery and worry on the part 
of the grandmother.  
 
“Ngike ngahlupheka yehhe ngalona lomdzala ngemali yakhe yesikolo. 
Njngobe ngike ngasho, bayafeyila labantfu lesikolweni and kudzingeke kutsi 
aphindze liclassi katsatfu hulumende kelapho wangasabe ambhadalela. 
Ngahlupheka ngemali yesikolo”. (I have struggled with the elder one’s school 
fees. As I have said before, they are failing at school, she had repeated a 
class three times and because of that, the government scholarship for orphans 
was withdrawn and I struggled to make ends meet and to pay for her 
schooling). 
 
For this grandmother, caregiving in the face of HIV exposed her to financial 
difficulties since she had to make sure she had money available to send her 
granddaughters to the clinic once a month; something other caregivers were not 
experiencing. Even though she may not have had the constant means for survival, 
she wanted her granddaughters to diligently attend the clinic and support group 
meetings. Below is what she had to say: 
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“Angifuni balove ngisho kanye lekusupport group ngoba bayabafundzisa le. 
Mmhh! Ngiyayiva kahle vele mine. Kusuke kusiphosiso nje nangabe ukhandza 
kutsi bayafundza ngabomgcibelo.” (I do not want them to miss these support 
groups because they teach them there, I like these support groups). 
 
Lack of resources was a constant concern for both the grandmother and the female 
adolescent living with HIV. The next category presents the experiences of the female 
adolescent and grandmother relating to the physical effects of HIV and the resultant 
poor health status. 
 
a.ii) Category 2: Experienced physical effects because of poor health status 
that was physically draining 
 
The physical effects relating to living with HIV could be varied. Simile experienced 
poor health status prior to being formally diagnosed with HIV. The physical effects 
she experienced included constant coughing and weight loss. In Simile’s own words: 
 
“Kuphila neligciwane emtimbeni wami ngingatsi ke kwangiphatsa kabi ngekutsi 
ngabese ngiyancipha emtimbeni kani bengitsandza lokuba sidudla. 
Bengingasiso sidudla kahulu bengisidudla kona but hhayi kakhulu 
lelesinyanyekako sidudla mmhh, hhayi nyalo heyi angikutsandzi 
lelengingiko...” (Living with HIV in my body I can say it was something that did 
not treat me well because I lost a lot of weight, yet I liked my body. I was not 
too big, I was just fine, but now I do not like what I have become). 
 
Significant weight loss is the first sign people notice in an individual living with HIV, 
thus weight loss established negative emotions in the female adolescent living with 
HIV. Even with treatment, Simile did not regain the weight she lost. She tried, by all 
means, to follow the eating plan as advised by the clinicians. She suspected the side 
effects of the medication led to continued weight loss, which made it difficult to have 
a positive body image. Below is what she said: 
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“Phindze kungaba kutsi ke lokunatsa emaphilisi ngulokunye lokungente 
ngancipha lamtimbeni nalokutsi angi angisadli lokunye lokunye kudla 
kufuneke ngidle kudla lokunemaseko lamatsatfu njengobe bangitjela 
esibhedlela mmhh, nekutsi akusafuneki ngidle kudla lokunemafutsa kakhulu 
bangitjela kanjalo.” (I can also say that taking the pills made me to continue 
losing weight because I do not eat any other foods that I have to eat, I have to 
eat a balanced diet as they told me in the hospital, and that I am not supposed 
to eat foods with too much fat, that is what they told me). 
 
Loss of weight, as the first sign that people noticed and became aware of, placed the 
female adolescent in a difficult position. People asked Simile about it and the reason 
she gave equated to the disclosure of her HIV status.  
 
“Nabomzala bami bayangibona lakhaya kutsi senginciphile bangibute kutsi ke 
ngi...yini lokudla kancane ngi slime lani angiyekele lentfo lengiyentako ngoma 
kuyanginciphisa bengikahle nje nangisidudla ngivele ngibahleke nje ngithule 
kani mine ngiyati langekhatsi kutsi ngiphila neligciwane. Ngeke ngize 
ngibatjele.” (Even my cousins can see that I have lost a lot of weight. They ask 
why I am dieting since I was fine, I just laugh at them and keep quiet because I 
know that I live with the virus. I will not tell them). 
 
For Gogo Mathabela, caring for an HIV-infected child was physically draining. There 
was a lot of travelling and multitasking involved, coupled with the worry of survival. 
She stated: 
 
“Bengivukela eclinic njalo njalo mntfwanami, ngivuka lokwa ekuseni, ngicale 
ngipheke lasikolweni labengitoha khona bese ngiphutfuma esibhedlela. 
Nangicedza nje ngijake emuva emabhodweni emsebentini. Bengifike ngimutsi 
dlimu kubabe wkami asaphila ngitsi akangibonele ngisabuyela emsebentini”. 
(Indeed, I would go to the health centre time and time again, waking up early 
in the morning, start off with the cooking at the school where I was working, 
then rush with her to the hospital. As soon as we finish at the hospital, I would 
rush back to see to the pots at my work place. I would request my husband 
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when he was still alive to look after the sick granddaughter while I am work. It 
was a difficult time for me). 
 
She also described the fatigue she experienced, both physically and emotionally, 
while providing care when her granddaughters were sick: 
 
“Lokugula loku awukwati wena. Bengihlala ngidziniwe. Ngalelinye lilanga 
sahamba nalona lomncane sitfungatsa sibhedlela ngalaMbabane. Bengitsi 
ngeke ngibuye naye aphila”. (This sickness, you have no idea. I was always 
tired. One time, I travelled with the younger granddaughter in search for a 
certain hospital in Mbabane. I thought at that time that I will not come back 
with her alive from Mbabane). 
 
The physical effect of HIV that was evident for Simile was weight loss, which 
contributed to poor self-image as well as attracting questions and comments from 
people. The grandmother experienced extreme fatigue related to multiple hospital 
visits while still holding employment as a cook in the local hospital.  
 
a.iii) Category 3: Experienced side effects of medication for HIV 
 
The physical effects of HIV medication were often unpleasant and hard to deal with. 
Simile described it as follows:  
 
“Angati kutsi angenta njani ngitsi nangiwanatsa entsambama ngiphatfwa siyeti 
mmhh, ngiphatfwa siyeti nangiwanatsa angati kutsi kwentiwa yini.” (I do not 
know what they do, after taking them in the evening, I feel dizzy mmhh I feel 
dizzy after taking them I do not know why). 
 
She had experienced the side effects often and, as such, had even developed 
intervention plans. She said:  
 
“Nangicedza kuwanatsa lamaphilisi kufuneka lokudla ngikutfole ngaleso 
sikhatsi sitawuphela hhayi ku kutsi kutawuphela emaminitsi solo kute kudla 
bese vele lesiyeti sibakhona sibe sinyenti kahulu futsi mm”. (After taking the 
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pills, I have to find something to eat at that time and it will subside otherwise it 
becomes too much). 
 
b) Theme 2: Experienced support system 
 
This theme focuses on the external support or lack thereof for Simile and Gogo 
Mathabela from the clinical staff, family and community, as well as the Higher Power. 
It thus focuses on the social impact of living with HIV and caregiving in the face of 
HIV. 
 
b.i) Category 1: Experienced clinical support through nurse-patient 
relationship 
 
The main support system offered by the clinic is the Teen Club. The Teen Clubs in 
the clinical area had become a safe haven for Simile and other children and 
adolescents living with HIV. She described the Teen Club as a ‘free zone’ where no 
one looks down on another because everyone is HIV positive. The Teen Clubs were 
led by HIV counsellors who may or may not be living with HIV. Simile attested to the 
good work done by the “Aunties” (nurses) as they are affectionately called, who were 
in charge of the Teen Clubs. 
 
“Phindze kulama teen clubs kukahle ngekutsi labo-Anti bayasifundzisa vele 
kutsi kumele singacwayani ngoba sonkhe siyafanana singumuntfu munye 
ngalokugula kwetfu lesinako” (In the Teen Clubs it is ok because the Aunties 
teach us that we should not discriminate on each other because we are all the 
same in terms of our sickness). 
 
“Sidlale imidlalo sibuye sikahle emakhaya nalokutsi nje 
bayasikhona…bayakhona kusentela emaChristmas party sikhone kujabula 
natsi njengalabanye bantfwana”. (Sometimes we play at the clinic and then we 
go back home feeling good. They are able to host Christmas parties for us and 
we are happy just like other children). 
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Gogo Mathabela experienced support from clinic staff in the sense that they all did 
their best when her granddaughters were still very sick. At one point she had to travel 
greater distances in search for the best health care for her grandchildren: 
 
“Chake ke batsi bona kaManzini sikhona lesibhedlela ngabe uyekhona, ngatsi 
angisati bangilayele lesi. Awu kodvwa bangisita kakhulu, wabuya nje wacina 
waphila” (they told me that there is another hospital in Manzini I should have 
attended there. But they assisted me a great deal, she came back and 
recovered). 
 
Gogo Mathabela believed in the support groups that the female adolescents attended 
at the clinic because she was aware that there was a curriculum on HIV being taught 
to the adolescents living with HIV. Therefore, she did not wish for her granddaughter 
to miss those sessions. 
 
“Ngidayisa lapha esikolweni amafruits, amachips loku nemaswidi kutsi mane 
ngakhe imali yekubagibelisa baye lekaDvokolwako kulamasupport groups. 
Angifuni balove vele” (I sell fruits, chips and sweets at the school gate just to 
get money for their bus fare for them to go to the hospital at Dvokolwako 
Health Centre and also attend the support groups. I do not want them to miss 
these support groups because they teach them there). 
 
b.ii) Category 2: Experienced grandmother-granddaughter relationship that 
provided communication and emotional support 
 
In Simile’s case, the main structure of family support was her grandmother. She 
reported all her concerns to her; even though her grandmother sometimes did not 
have the answers, she still felt lighter after she had expressed things to her. 
 
“Watsi ke Gogo ke angithule, ngibothula manje vele sengifundzile ngiyathula 
kani kucala benginangu, bengikhala kakhulu vele” (My grandmother said I 
should just keep quiet, I have learned to keep quiet. Yet at first I would cry, 
cry). 
 
91 
 
Family support was not fully available to Simile. She still carried most of the 
household chores alone, something that made her teary. She did not know why this 
happened, but she was aware that the other children her age knew that she did not 
belong to the family. Yet, through all this, she received support from her 
grandmother. 
 
“Manje mine bese ngiva buhlungu kutsi mine ngatsi sengisigcila nje lakhaya 
(cries) konkhe kwentiwa ngimi, bantfu bangena ngekudla kuphela nje. manje 
utsi Gogo asithule nje ngoba vele akusiko ekhaya kitsi kute lesingakusho” (I 
feel hurt that people make me feel like a servant here in this home [cries]. I do 
everything, people only come to eat. My grandmother said I should not 
complain because this is not our parental home. There is nothing I can do). 
 
b.iii) Category 3: Experienced a lack of community support, fear of stigma and 
discrimination that led to concealment of the HIV status 
 
Simile’s HIV status had not been shared with people in the community for fear of 
stigma and discrimination. There was an inner struggle that kept Simile from sharing 
her HIV status; she was of the opinion that no one in the community could be trusted. 
Even during the interviews, she would occasionally look around to make sure no one 
was listening in on the conversation. As a consequence, she was not getting any 
form of community support. 
 
“Mani kundlule nangu!” (Wait for this one to pass). 
 
Simile’s HIV status had been concealed, even from members of the church because 
they were still members of the community, for fear of gossip that might follow. Simile 
described it like this: 
 
“Esontfweni ngisengakabatjeli vele, angikabatjeli ngekengicale ngibatjele 
ngoba vele bakhona lammangweni njengoba ngishito le kutsi bayakutsandza 
kukhuluma” (I have not told anyone in church, I will not tell them because as I 
have said, people in this community talk too much). 
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Gogo Mathabela did not receive community support for her caregiving role with her 
granddaughters either. However, she received understanding and empathy from one 
church member who was also affected by HIV.  
 
“Mine ngahlebela munye make wasesontfweni lesithandaza naye. 
Akayitsatsanga kabudlabha nook ngoma naye wase uyasho kutsi lekakhe 
lakendze khona ukhona umkhula wakhe lonaleligciwane.” (I also shared this 
story with just one woman from church. She did not take it roughly. She also 
shared that even at her homestead, there is an in-law who is sick with an HIV-
related disease). 
 
It was this openness about the HIV status of her granddaughters that led to the social 
support from the member of the community. She stated that: 
 
“Lokufa loku yindzabayetfu sonkhe, sonkhe siyatsintseka. Lomake lo 
wasesontfweni sewuhle ashaya kuva kutsi sinjani.” (HIV is our story. Everyone is 
affected. So, the lady from church sometimes calls to find out how I am doing and 
how the granddaughters are). 
 
b.iv) Category 4: Experienced reliance on a Higher Power 
 
The female adolescent and grandmother believed that they were chosen by God for 
a time like this and for an assignment of this magnitude. When Gogo Mathabela 
experienced heartache and despair, she remembered that this situation chose her 
and therefore it was orchestrated by God. 
 
“Ngamukela konkhe mine mntwanami. Nkulunkulu wabona lokutsi anginike 
labantfwana kutsi ngibanake” (I accepted it and told myself that God saw it fit 
that He can give me these children to take care of). 
 
c) Theme 3: Experienced psychological effects 
 
This theme focuses on the psychological effects of living with HIV and caring for an 
adolescent living with HIV. These include experiences of poor acceptance of HIV 
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status, low social integration because of feelings of betrayal, isolation, loneliness, 
suicidal ideation and lack of friendships, and feelings of loss, grief, fear, stress, 
mistrust and worry about the future. 
 
c.i) Category 1: Experienced poor acceptance of the HIV status 
 
An HIV diagnosis is not easy to accept; it provokes an emotional struggle within the 
individual. At first, Simile experienced shock and despair upon learning that she is 
HIV positive because she had no mental preparation for the results: 
 
“Bakhuluma naGogo, watsi Gogo ke angitest-e mine ke ngatest-a ngalo ngatsi 
mangicedza kutest-a batsi ke batotjela Gogo ema results. Batjela Gogo, gogo 
wase uyangitshela, ngamangala” (They talked to my grandmother and she 
said they should test me. When we were done, they said they will tell the 
results to my grandmother who later told me. I was shocked). 
 
The thought of living with a chronic disease was one significant factor that prolonged 
acceptance: 
 
“Lokwangiphatsa kabi kutsi nami sengitawunatsa emaphilisi ngiva bantfu batsi 
kuyadzinana lokuphike kunatsa emaphilisi, lokunatsa liphilisi nobe ngabe lani 
kuyadzinana kwangiphatsa kabi loko. Kani ke ke nami bengisengaka jwayeli.” 
(What made me feel bad is the fact that I will now live on pills. I hear people 
saying you get tired of these pills. Taking pills for anything makes one tired. I 
dreaded that). 
 
Gogo Mathabela experienced a double blow when Simile was diagnosed with HIV. 
All along she had been caring for Simile’s younger sister who was HIV positive. This 
contributed to her level of difficulty in acceptance. She explained: 
 
“…wangitjela kutsi nalona lomdzala, Simangele, naye u…upoistive yegogo 
wkahe. Mumikise emtfolamphilo. Ngetfuka, ngeva buhlungu. Kuletinyangana 
letendlulile bengigijima nalodzadzawabo nyalo sengitawuhamba lendlela futsi?” 
(he told me that the elder one of the two, XX, is also...also HIV positive. You 
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should take her to the health centre. I was shocked. Just this few months ago I 
have been up and down with the other one, now I am still to travel the same 
road?) 
 
c.ii) Category 2: Experienced low social integration because of betrayal, 
isolation, loneliness, and suicidal ideation and lack of friendships 
 
The HIV diagnosis was difficult for Simile to come to terms with it. She anticipated 
incidents of rejection by friends and the community because of her HIV status. She 
even contemplated suicide but she had no means of carrying it out. 
 
“Engcondvweni yami kwafika kutsi sekute vele, nga mmhh, ngacabanga nje 
kutibulala ngatsi hawu sekute bantfu labatangicocisa mine ngekutsi sengiphila 
naleligciwane, sengitobabete bangani.” (In my mind, I thought it was the end 
about my life. I thought of committing suicide because no one will ever want to 
be associated with me now that I am living with HIV). 
 
At times Simile would feel side-lined and rejected by her own family. This left her with 
a fear of rejection as well as the fear that her cousins have discovered her HIV 
status. She mentioned that she did not know the real reason why she was left out, 
but it increased her misery. In her own words, she explained: 
 
“Lomunye malume kutsi akangitsandzatsandzi kahle manje mine kungivisa 
buhlungu loko, uve abita lalabanye bantfwana labamatfombatana bacoce 
bahleke manje mine ke hhawu, bese ke ngiva buhlungu” (One of the aunts 
does not really like me and that hurt me a great deal, sometimes she calls the 
other girls my age and they interact and laugh. I feel hurt). 
 
The rejection somehow increased her loneliness. In the passage that follows, she 
described how she felt when she was alone, and people were having a fun 
conversation outside: 
 
“Lomunye malume kutsi akangitsandzatsandzi kahle manje mine kungivisa 
buhlungu loko, uve abita lalabanye bantfwana labamatfombatana bacoce 
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bahleke manje mine ke hhawu, bese ke ngiva buhlungu kutsi hhe… 
sekwentekani kelangephandle kuyahlekwa vele kuhlekwe kahlulu, bahlekela 
kutsi ngitokuva mine, angati ke kutsi suke bacoca ngani” (One of the aunts 
does not really like me and that hurt me a great deal, sometimes she calls the 
other girls my age and they interact and laugh, I feel hurt. And I wonder what 
they are talking about and I just stay alone in the house). 
 
Sometimes she weighed the options available to her in terms of place of residence 
and found that she had nowhere else to go; thus, she felt hopeless in the situation. 
 
“Kute vele lasingaya khona. Lona nguGogo wetfu losikhulisile, kute lasingaya 
khona, kute vele lasingaphatseka kahle khona.” (There is nowhere we can go. 
This is our grandmother who has taken care of us. I do not think there is some 
place else where we can be treated well). 
 
c.iii) Category 3: Experienced feelings of loss: grief, fear, stress, mistrust and 
worry about the future 
 
Simile experienced grief at the missed opportunity of having her parents around. She 
reminisced on the stories told to her about how her mother loved her. 
 
“Ngiyafisa nje kutsi kube make usekhona ngoba vele batsi make 
bekasitsandza bekungenteki vele angeti lakhaya, bekungasilo lelihlobo 
lwabomake lelihlala, lihlale lemadolobheni lingabakhumbuli bantfwababo” (I 
wish my mother was still around because I am told that she loved us and 
checked on us frequently.She was not the type that abandoned her children). 
 
The fear of stigma and discrimination associated with HIV has changed the content of 
communication in friendships. People have become conscious of what they may 
share: 
 
“Mine awu angese angese angitjele vele umngani wami (phone ringing) ngobe 
bantfu abetsembeki ayi yena, wonkhe muntfu aketsembeki nje ngoma umuntfu 
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ubese sowuyakhuluma” (I can never tell my friend about my HIV status. It’s not 
just her, its because people are not to be trusted, they end up talking). 
 
“Mine akungiphatsi kahle (voice rises) kungako mmhh (stammering) kungako 
ngingeke ngitjele ngisho bangani bami ngisho nemutfu lengimetsembako 
njengabomzala ngeke sengibatjele ngoba nabo bayatsandza kukhuluma” (The 
gossiping hurts me. That is why I will not tell anyone even someone that I 
trust. Like my cousins, I won’t tell them because they talk too much). 
 
She also expressed worries and attempted to plan for the future, thus she shunned 
all activities that might disturb her plans.  
 
“Ngisengakafuni kuba naboyfriend ngifuna kufundza mine ngicedze sikolwa 
ngisebente ngitonaka Gogo njengoba name anginaka mmhh.” (I do not want 
to have a boyfriend as yet because I want to finish school first, get a job and 
take care of my grandmother as she was also taking care of me). 
 
Gogo Mathabela also agonised about her granddaughters’ future because of their 
lack of commitment and progress at school: 
 
“Ngiye ngibatjele kutsi bengicabanga kutsi batawufundza batimisele 
emsebentini wabo wesikolwa batewuphasa” (I usually tell the granddaughters 
that I thought they would put more effort in their school work and be learned 
people). 
 
“Lokungangijabulisi ngulokungaphumeleli kwabo, bayafeyila. Sengiye 
ngibacele kutsi yebantfwana bami dadishani nkosiyami, timiseleni nje 
nitophumelela.” (What makes me unhappy is the fact that they do not seem to 
perform well at school, they are failing. I always ask them to study). 
 
d) Theme 4: Experienced extended duty of caregiving role by grandmother 
 
This theme focuses on the caregiving role of grandmothers caring for female 
adolescents living with HIV. In skipped-generation households, like Gogo 
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Mathabela’s, unemployed grandparents care for their orphaned grandchildren. This 
advertently puts a strain on the day-to-day activities of the grandparent as they are 
ushered back to the spheres of active caregiving which required energy and 
dedication at a time when they should be relaxing. The advanced age and lack of 
support, among other factors, led to grandmothers experiencing the burden that 
accompanies the caregiving role. The burden of care is reflected in Gogo 
Mathabela’s views. 
 
d.i) Category 1: Experienced adherence support through medication 
reminders 
 
For Gogo Mathabela, caregiving is an isolating experience which contributed to the 
burden of caregiving. The family was not fully supportive of her role as the primary 
caregiver of her granddaughters, mainly because they were not truly related to her or 
the family. This lack of full support from the family heightened Gogo Mathabela’s 
feelings of responsibility and thus contributed to the burden of care. 
 
“Kuyinkinganyana kimi mntfwanami ngobe laba abasibo bami. Batukulu basisi. 
Lokusho kutsi bate likibo kute lomunye longaba naka labantfwana.” (It is a bit 
challenging because these are not my biological granddaughters; I am a sister 
to their grandmother. So, this means that their parental home does not truly 
exist, there is no one to take care of them). 
 
As a grandmother and primary caregiver, she ensured that her granddaughters took 
their medication on time, even when she was not around. She shared this 
responsibility with the granddaughters because they had matured. 
 
“Cha mntfwanami angikhiyi lelikamelo. Umangihmba name ngiphuma ekhaya 
ngiyakhiya ngishiye umyalo kuSimile ngendzaba yesikhiya. Uma naye 
atawuhamba ngingakabuyi ushiya sikhiya lendzaweni yetfu nom eke 
lakumakoti.” (No, I do not lock the bedroom, but when I go out of the 
homestead, I do lock the bedroom and leave the key with Simile and give her 
strict instruction about it. If she also wants to go somewhere before I come 
back, she leaves the key in our secret place, or with my daughter-in-law). 
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“Lolomncane bekangidoja ke yena lakunatseni. Njenga gogo wakhe ngidzinga 
kutsi ngiphe liso kutsi bentani nekutsi banatsile yini bante kona mbamba yini 
nekutsi bamitile yini. Nakushaya 6 nje kucala umsebenti kimi”. (The younger 
one was cheating when it comes to taking the pills, she was dodging me, so 
as a grandmother, you need to watch them and pay attention to what they are 
doing, and make sure that they have taken the pills, the right number of pills at 
the right time and that they have swallowed them. At 6 o’clock I have to 
assume that duty) 
 
“Hhawu setikhulile tintfombi takami, setiyati kutsi sekunatfwa njani lamaphilisi. 
Nakashaya sikisi impela ubona ngabo shobe ekamelweni.” (My 
granddaughters are now old. They now know how to take their tablets. When 
the clock hits six, they just go into their room to take their tablets). 
 
d.ii) Category 2: Experienced that the emotional support by the grandmother 
led to a deeper attachment to the granddaughter and the duty of 
counselling 
 
In Simile’s views, her grandmother has supported her holistically. When there were 
some issues that bothered her, her grandmother was one person whom she 
approached. She knew her grandmother had her best interests at heart: 
 
“Ngikile ngamtjela Gogo. Manje awu, Gogo utsi ke awu asipheke vele kute 
lesingakwenta ngoma kufanele sidle vele sitokhona lokunatsa lamaphilisi”. (I 
have reported to Gogo and Gogo said I should cook because I have to take 
the pills). 
 
“Watsi ke Gogo ke kufuneka abakhulumise” (My grandmother promised to talk 
to them). 
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d.iii) Category 3: Experienced protectiveness in day-to-day care 
 
Caring for adolescents who live with a disease that is highly stigmatised requires a 
caregiver who will protect them from comments and discrimination. For Gogo 
Matsebula, protecting her adolescent granddaughters started at home; 
 
“Ngabatjela mntfwanami lakhaya bonkhe bantfwana bami ngatsi, labantfwana 
laba bami banakwa ngimi, bayagula kepha solo batihlobo talakhaya. Ngabatjela 
nekutsi asati kutsi likusasa lisiphatsele ini, mhlawumbe nje niyabacwaya namuhla 
kusasa nguwe bese udzoinga kusekelwa ngabo. Ee gogo”. (I told all my children 
that I have these children under my care, these children are sick, they are still 
your relatives. I also told them that we do not know what would happen tomorrow 
or in the future. Maybe you are discriminating against these children today and 
tomorrow you will be infected, and you will need their support.)” 
 
d.iv) Category 4: Experienced a burden of care for other family members 
living with HIV 
 
The presence of other family members in the homestead who were living with HIV 
heightened the burden of caregiving for the grandmother; 
 
“I also moved up and down with my son too when he got so sick. I thought he 
was going to die in my hands at one point in time.” 
 
3.3.2 Case 2: Thandekile 
 
3.3.2.1 Biographic and demographic data 
 
Thandekile (pseudonym) was a 21-year-old adolescent who grew up in the rural 
Manzini region and had been living with HIV since 2015. She was out of school after 
having dropped out of Form 4 due to financial constraints. She spent the year at 
home and eventually fell pregnant with her daughter, who was aged five years. At the 
time of the interview, the child was living with her father’s side of the family after 
being removed the moment Thandekile’s HIV status became known. She never went 
100 
 
back to finish high school but enrolled in a training institute where she was studying 
agriculture. Both her parents were still alive and lived in Manzini town. She did not 
have a relationship with either parent since she was left with her grandmother at an 
early age. Her father married another woman who did not accept Thandekile and her 
mother married another man who preferred that she (Thandekile) stayed with her 
grandmother. She was initiated on ART in 2016 on the fixed dose combination pill 
and her regimen was Tenofovir (TDF), Lamivudine (3TC) and Efavirenz (EFV). 
Thandekile was a thin, tall healthy-looking young woman with a beautiful smile, but 
she was teary for the most part during the interview. 
 
Gogo Dlamini (pseudonym) was an elderly woman who was the primary caregiver of 
Thandekile. The interview was conducted at their place of residence. The participant 
was aged 67 years old, unemployed, and had cared for Thandekile since she was a 
little girl. Gogo Dlamini’s children were all grown up and she stayed with her husband 
and Thandekile. She referred to Thandekile as her lastborn child. She walked with 
slow, calculated movements, with the use of a walking stick. When she was stitting, 
her upper extremities and right leg shook uncontrollably. She spoke in a soft 
monotonous tone and she remained interested in the interview until the end. 
 
a) Theme 1: Experienced quest to survive 
 
The findings from this adolescent and grandmother interviews revealed that both 
parties experience a quest for survival. Theme 1 discusses the challenges that both 
the female adolescent living with HIV and the grandmother experienced. The female 
adolescent experienced difficulties related to living with HIV. Her challenges were 
associated with financial support, and the physical effects of the treatment. A 
reflection of the quest for survival by Thandekile and Gogo Dlamini is presented next. 
 
a.i) Category 1: Experienced a lack of provision for daily life because of the 
lack of resources 
 
Thandekile (Case 2, 21 years of age, tertiary, in training) had deep-seated 
frustrations with her lack of financial independence. During the interview, the 
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adolescent stated that she wished to study or get employment so that she could 
support her grandmother in return. 
 
“Mine ngite imali ngoba angisebenti. Gogo ke nguye longinika imali yekugibela 
nangiya esibhedlela”. (My grandmother is the one who gives me transport fare 
to the clinic). 
 
Though the grandmother (Case 2, grandmother, 67 years of age, on government 
grant) did not earn much from the government grant, she prioritised purchasing 
healthy food items for the benefit of the female adolescent. Gogo Dlamini stated that 
she did not have much, but she tried, by all means, to put food on the table. She 
said:  
 
“Ngiye ngente nje nanginayo imali ngitsenge labo boma apple nabo banana 
ke, nayikhona, nakute ke njalo kubebete mntfwanami”. (What I do not have, 
because she needs to eat well, is the food. When I have money, I do buy the 
apples and bananas, but when I do not have then it means there is nothing). 
 
Being the breadwinner, Gogo Dlamini also had the responsibility to provide transport 
fare for Thandekile when it was time to go to the clinic for ART refills. There was a 
clinic nearby in walking distance, but Gogo Dlamini made a conscious decision to 
enrol Thandekile in a clinic far away in order to shield her from the community. 
However, transport to the clinic is costly to the grandmother who is not gainfully 
employed.  
 
“Ngiyatincinta phela gogo kuloko lengikuholaholako kwepenisheni lami 
ngimunike agibele ke” (I pinch myself when she has to go, I take from the little 
I get for my pension and give it to her for transport). 
 
a.ii) Category 2: Experienced physical effects because of poor health status 
that was physically draining 
 
The physical effect of HIV that stood out for Thandekile was the poor health status 
related to HIV infection. This was identified through the interviews and field notes. 
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During the interviews, the participant stated that she experienced ill health and had a 
lack of understanding on what the cause might be. She stated: 
 
“Ok ngacale ngagula angisho njalo ngoba nabo flue ngaphatfwa sisu nganga 
understandi whats going on” (Ok, I was so sick at some point, in fact I started 
becoming sick, let me say that I had episodes of flu, stomach ache and I did 
not understand what was going on). 
 
Even though the grandmother did not live with HIV, the news that the female 
adolescent was living with HIV brought about some physical effects on her as well. 
During the interview, the researcher noted that Gogo Dlamini was presenting with 
some tremors of the hands and lower limbs. Some of the physical effects 
experienced developed as the grandmother provided care for Thandekile, while at 
the same time attempting to conceal her HIV status. The grandmother stated that: 
 
“Koja nje nangicala lokuva lokutsi sewuneligciwane ngetfuka, ngetfuka 
kakhulu vele emphilweni yami, angati noma ngiko yini lolokwangenta ngaze 
ngachachatela ngoba ngetfuka kakhulu vele” (When I first heard that she now 
had the virus, I was shocked, so shocked in my life, I am not sure if the news 
made me to start this shaking because I was very shocked). 
 
“Ngobe nesibhedlela bengingayi ngifike ngisho ngitsi yeyi ngive buhlungu 
kanje kanje bangicale nyalo nje lokungibona kutsi sengineBP nami uyabo, 
bebangangiboni” (They (nurses) discovered only recently that I have BP you 
see, they didn’t see it. Even this shaking started not so long ago; it is not 
something that I had before…). 
 
a.iii) Category 3: Experienced side effects of medication for HIV 
 
Thandekile also experienced adverse effects from the antiretroviral drugs. The 
physical discomfort related to side effects was draining on her and led to a decision 
to quit treatment. The side effects also contributed to sleep deprivation because of 
the vivid dreams that the adolescent experienced at night. Thandekile stated: 
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“Ngicabanga kutsi ngacala last year kunatsa emaphlisi..ok ngisawanatsa 
imaphilisi ngahlangabetana nebulukhuni bengitsi …ok ngatsi ngiyawanatsa 
ngeva ngatsi lokugula kubangeleka kakhulu ngaze ngafika kulesigaba lesitsi 
hhayi bo ngatsi nawo” (As I was taking them (pills) I met some challenges, I 
felt like the sickness was getting worse until I got to a point where I thought it’s 
the pills that are causing this sickness and I decided to stop them). 
 
b) Theme 2: Experienced support system 
 
The experiences of female adolescents with living with HIV were also expressed in 
terms of the support they received and/or the lack thereof. Female adolescents 
experienced both support and a lack thereof from the clinical staff, family, community 
and a Higher Power. 
 
b.i) Category 1: Experienced clinical support through nurse-patient 
relationship 
 
Despite the high level of stress and frustration at the unrelenting physical effects of 
HIV, the participant also experienced satisfaction, warm acceptance and support 
from the clinic staff. Support received from the clinic staff was in the form of 
appreciation, understanding, acceptance and counselling, addressing issues such as 
adherence and disclosure. Thandekile stated that: 
 
“Ngajika ngabuyela esibhedlela ngatsi nangifika esihbedlela bangitjela kutsi 
kwentakalani emtimbeni wami. Banginaka shem” (The nurses were so nice; 
they explained what was happening to me…). 
 
“Umangicala kutsatsa emaphilisi ngafike ngatfola sisi XXX waseMafutseni 
eNazarene Clinic…eish angimati umuntfu lowaba nice ngalendlela 
lebekangiyo wangikhipha lengcondvo yekutsi sengiyayekela empahilisi” (I 
found sister XXX at Mafutseni Nazarene Clinic…eish, I have never seen a nice 
person as that one. She actually removed me from the mind that had decided 
to stop taking the pills…). 
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b.ii) Category 2: Experienced grandmother-granddaughter relationship that 
provided communication and emotional support 
 
The main support that Thandekile received at home was from her grandmother. 
 
“Ok naye wazama kungidvudvuta wangitjela kutsi sisi kute inkinga chubeka 
uwanatse emaphilisi wentele kutsi imphilo yakho nemntfwanakho” (Ok my 
grandmother tried to comfort me and she told me that there is no problem, I 
would take my pills and live and she tried to comfort me and told me that my 
granddaughter there is no problem). 
 
b.iii) Category 3: Experienced a lack of community support, fear of stigma and 
discrimination that led to the concealment of the HIV status  
 
Thandekile stated that she received no form of community support. Instead, the 
community acted in stigmatising and discriminating ways towards her. The female 
adolescent stated: 
 
“Ngatsi ngitsi ngiyahamba ngiyaphuma ekhaya ngiya esitolo eshop ngatsi 
nangifika eshop ngeva lamanye emantfombatane lang3 angihleka 
…bebahleka kitsi ngineHIV” (Then one day I was walking to the shop, I saw 
some three girls who started laughing as I was approaching…they are 
laughing because they are seeing someone who has HIV). 
 
Because of the experience of stigma and discrimination, the female adolescent 
decided to exclude herself from the community and stay home. The church 
community expressed concerns about her lack of attendance to church services, but 
she could not divulge the reasons behind her decision to stay away because the 
church members were still members of the same community she lived in: 
 
“Kwafika make wasesontfweni, munye make wasesontfweni atengihlola watsi 
hhawu Thandeka watsi nya esontfweni kwentenjani? Ngahluleka ke kumtjela 
coz besengingasatsembi muntfu”. (After a while, one lady from church visited 
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me just to check on me. She said ‘XXX (name of participant) you have 
stopped attending church services. What is going on?’) 
 
b.iv) Category 4: Experienced reliance on a Higher Power 
 
When the female adolescent and grandmother both felt overwhelmed by the effects 
of HIV, they solicited support from a Higher Power. In the case of this female 
adolescent and grandmother, the Higher Power was God. From the interview, it was 
established that during conversations Thandekile has with God, it is clear that she 
expressed a lack of understanding why she had to be the one living with the virus; 
however, she trusted in His guidance. She said: 
 
“…nakulesimo lesi wena Nkhosi uyati, unginike ngoba ubona kutsi ngitokhona 
kumelana naso, ngiphe emandla ekuyihamba lendlela” (… even this situation 
you God gave me because you saw that I will be able to stand against it. Give 
me the strength to travel this road…). 
 
For Gogo Dlamini, when the weight of the HIV caregiving role became gradually 
heavier, she chose to speak to God instead of confiding in another human being 
because human beings are not trustworthy. The grandmother said: 
 
“Hawu mntfwanebantfu bengingabhoboki nakumuntfu nje benginconota 
kutigucela phansi ngithandaze kuNkulunkulu nasengibuva lobuhlungu 
sebungidlangela, beyaye bese ngiyakhala.” (Hawu, my child, I didn’t share this 
story with anyone. I preferred kneeling down and praying to God when I felt 
that the pain was getting worse). 
 
c) Theme 3: Experienced psychological effects 
 
The third theme is the psychological effect HIV had on both the female adolescent 
and the grandmother. HIV infection led to the experience of stigma, discrimination 
and rejection, which led to isolation and suicidal ideation for the adolescent and lack 
of friendships for the grandmother. 
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c.i) Category 1: Experienced poor acceptance of the HIV status 
 
The transition from being HIV negative to HIV positive is associated with a great deal 
of stress. However, for positive health outcomes, acceptance of the HIV status is 
paramount. Thandekile and Gogo Dlamini experienced poor acceptance of the HIV 
status. From the interview, it was evident that acceptance was a process that was 
highly likely to take a longer period and both the adolescent and the grandmother 
had their own unique journeys that led to acceptance. For the adolescent, the journey 
to acceptance was riddled with constant evaluations of the value of life and whether it 
was still worth living. The female adolescent had to accept that she was living with 
HIV while the grandmother had to accept that she was caring for a female adolescent 
living with HIV. The adolescent said: 
 
“…yes, kona akusiko lula kufika la kepha with time ugcina sewemukele” (it is 
not easy to get to this stage [acceptance] but with time you end up accepting 
the positive status). 
 
“…bekutikhatsi letimatima leto” (those were difficult times). 
 
“Ngeva ngatsi lemphilo ilukhuni ngoba uma u HIV positive kusho kutsi wena 
imphilo yakho yonkhe soyophila ngeliphilisi…yonkhe nje imphilo yakho 
soyophila ngeliphilisi” (I felt that my life was too difficult because when you are 
HIV positive it means that your whole life you will live through taking a pill). 
 
The grandmother expressed: 
 
“Ngangikutfoli lokuphumula langcondweni yami. Ngani ngoba bengibona 
bantfwana bemnkhula wami lesebasele bashonile bebangu-four, nabo 
banalesifo lesi” (I didn’t get rest in my mind because I had seen my sister-in-
law’s children). 
 
“…kepha ke emvakwesikhatsi ngangasanaka kakhulu, sengimtsatsa kahle, 
solo ngisamtsatsa kahle” (but then after sometime, I didn’t care much. I treated 
her normally and I still do). 
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The journey to acceptance was one that the adolescent and the grandmother 
travelled together, mostly with the grandmother playing the role of the comforter. 
Each facilitated the other’s acceptance and brought back a positive perspective on 
life. The adolescent said: 
 
“Naye wazama kungidvudvuta wangitjela kutsi sisi kute inkinga chubeka 
uwanatse emaphilisi wentele kutsi imphilo yakho” (Ok my grandmother tried to 
comfort me. She told me that there is no problem, I would take my pills and I 
would live). 
 
Although Thandekile experienced episodes of ill health, both she and her 
grandmother experienced shock and disbelief at the news of an HIV-positive 
diagnosis. 
 
“and then bangitesta, bangitjela kutsi sis sewune HIV. Ngatfuka kakhulu 
angifuni kuccala emanga. Ngatfuka kutsi ngiteste HIV positive”. (And then they 
tested me and told me that I was HIV positive. Well I was shocked, I was so 
shocked that I had turned out HIV positive (silence), I was so shocked. I do not 
want to lie). 
 
The grandmother said: 
 
“Koja nje nangicala lokuva lokutsi sewuneligciwane ngetfuka, ngetfuka 
kakhulu vele emphilweni yami” (When I first heard that she now has the virus, I 
was shocked, very shocked in my life…) 
 
Even though the diagnosis of a positive HIV status came with shock and disbelief, 
confusion still abounded. Thandekile stated that her grandmother’s confusion on how 
to deal with the new situation was very apparent. At the time when she shared the 
news of her HIV-positive status, the adolescent said her grandmother said the 
following words that indicated they were in the same confused state together: 
 
“…ehh! Mntfwanemntfwanami sewutawenta njani nyalo? Sitawenta njani?” 
(What are you going to do now? What shall we do?) 
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c.ii) Category 2: Experienced low social integration because of betrayal, 
isolation, loneliness, and suicidal ideation and lack of friendships 
 
The second category on the psychological effects of living with HIV identified from the 
female adolescent and grandmother interviews was linked to the social effects it has 
on the female adolescent and the grandmother. HIV infection led to rejection and 
betrayal, and consequently suicidal ideation on the part of the female adolescent. 
Social integration of adolescents living with HIV is affected by the community’s 
attitudes towards HIV as an infection. 
 
From the interviews, it was evident that Thandekile has lived through a life of being 
rejected by the people she trusted. Rejection came with heartache and a sense of 
despair. Of note was the rejection by her boyfriend upon learning of her HIV status. 
Thandekile described it as follows:  
 
“Ngatsi mangimtjela wavele wehlukana nami ngalelolanga mangintjela 
wangitjela nje kutsi keyena angeke aze akumele loko yena uhlobile angeke 
nje yena aze akhone kuphila nemuntfu lo neligciwane” (When I told him about 
my HIV status he broke up with me that very day; he decided that he cannot 
stand having a girlfriend who has HIV because he knows that he does not 
have HIV). 
 
From the interviews, it was evident that Thandekile had experienced rejection 
multiple times in her life because of her HIV-positive status. Typically, these 
rejections would come at the prospects of a new relationship. She stated: 
 
“…bavele baberude nje bangitjele kutsi ngeke bakumele kuba necherry leHIV 
positive. Ngicabanga kutsi sekwenteke two to three times now”. (They just 
become so cold and rude and tell me they can’t stand having an HIV-positive 
girlfriend. I think I have experienced that three times or more now…). 
 
Rejection for the adolescent emanated from multiple spheres of relationships. One of 
the major rejections she experienced was by her only friend when she disclosed her 
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HIV status. Thandekile shared that the friend rejected her at a time when she 
sincerely needed the support of a friend. 
 
“…naye wazama kutsi akhweshakhweshe kimi kwaba like almost bo 2months 
kuya ku3 ngaba like ngiyamshayela kutsi mnganami I miss you” (Instead of 
her supporting me she became distant; we didn’t talk for like two to three 
months…she kept her distance…) 
 
Disclosure in HIV is considered one of the most critical components since it allows for 
social support. However, it may open a portal for betrayal and heartache for the 
female adolescent living with HIV. Thandekile needed family support at times when 
she was unwell, and it was only through disclosure of her HIV status that it could 
happen. The female adolescent only disclosed to the people she trusted, hence 
betrayal by these people left a deep and significant emotional scar. Thandekile 
learned of the betrayal through the community’s negative attitudes towards her. She 
said:  
 
“…Malume wabatjela. Kwangiphatsa kabi kakhulu loko. Name bengitsi ngitjela 
umuntfu longumake wami lobekabambisa Gogo ekungikhuliseni …ngingati 
kutsi ngitjela umuntfu lowutawuhamba angikuluma live lonkhe” (my aunt had 
told them. I was emotionally hurt, so much. I thought I was telling my aunt the 
one person who was supporting my grandmother in rearing me up, …not 
knowing that I am telling a person who will then go around and tell the whole 
nation about my story…). 
 
Social isolation occurred as a coping mechanism for betrayal and HIV-related stigma 
and discrimination. To shield herself from the gossip that was going on in the 
community about her HIV-positive status, Thandekile resorted to isolating herself 
from the rest of the community. She explained:  
 
“Nasemmangweni ok besengingasatsandzi kuhamba ok besengingasatsandzi 
kuhamba nje angisho njalo besengingumuntfu losotsandza kuhlala ekhaya 
each and everytime like ngi sitkhe ekhaya ngihlale ekhaya nomangabe 
ngifuna kuya esitolo” (It was challenging to come to terms that I have become 
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the talking point of the community…I became this person who stayed at home 
each and every time like I would sit at home even when I knew that I needed 
something from the shops). 
 
Gogo Dlamini seemed to be isolated as well because she did not want to put herself 
in a position where she would have to divulge her granddaughter’s HIV status: 
 
“Angikhulumi ngaloku kubantfu, nangemutfu nje angikhulumi” (I do not talk to 
anyone about this, even about a person I do not talk). 
 
During the periods of isolation, and the quest to find a safe environment away from 
the judgemental attitudes of the community, the female adolescent experienced 
loneliness. She stated:  
 
“Ohho, bengitihlalela ekhaya mine” (Oh I stayed at home)” 
 
Thandekile also experienced episodes of hopelessness in the face of living with HIV. 
When these feelings of hopelessness were abounding, the female adolescent 
experienced suicidal ideation: 
 
“...eish mosi vele sekuyafana nekutsi sengifile ngatitsatsa kutsi vele 
sengingumuntfu lofile” (really it’s the same as I am dead, and I took myself like 
someone who has died already). 
 
Suicide ideation was viewed as a consequence of the level of difficulty in acceptance, 
betrayal, and isolation. The adolescent had moments where she contemplated 
suicide due to multiple experiences of rejection as well as a betrayal by a trusted 
family member. The adolescent stated:  
 
“ngaphindze ngahlala ngedvwa sengihleti ngedvwa nasekhya ngaba like why 
ngingatibulali?” (when I sat alone at home, I would think about ‘why don’t I kill 
myself’). 
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“Ngisale ngente njani ke nyalo ngoba nalo lengititjele kutsi nguyena 
lolokumele angi sapothe..kufanele ngente njani? Ngaphindze ngacabanga 
kutsi ngitibulale” (The person I thought was going to stand by me decided to 
dump me. What shall I do? I decided to take my life again at that point). 
 
c.iii) Category 3: Experienced feelings of loss: grief, fear, stress, mistrust and 
worry about the future 
 
Thandekile grieved the loss of a normal life after being diagnosed as HIV positive. 
Grief is a psychological effect that is highly individualistic in its process. This was 
evident in the prolonged duration of time for Thandekile to accept her HIV status. She 
stated: 
 
“…for now I feel like…I have accepted my HIV status for now. I am living...” 
 
Gogo Dlamini also experienced her own grief. From the interview, it became clear 
that the grandmother had also lost family members and relatives to AIDS and now 
she was caring for her own granddaughter who had the same infection. The 
grandmother stated: 
 
“My mind did not get to rest because I had seen my sister-in-law’s children 
who died. They were four. They all had this disease. My mind did not rest 
when I knew that my granddaughter has the disease also. I would always think 
she will not be around to raise her own child because I have seen these others 
leaving behind orphans” 
 
Fear was another psychological effect of living with HIV. Fear was experienced by 
the female adolescent because she had undergone previous episodes of rejection. 
Fear was related to inadvertent disclosure of the HIV status and subsequent loss of 
relationships. As a result of fear, Thandekile resorted to concealing the news of her 
HIV status, as well as the medication. Fear was also related to the unpredictable 
reaction of people towards her as a person living with HIV. 
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“I considered telling him, but as to how I didn’t know because I knew he wasn’t 
going to accept my status...I am afraid”. 
 
The grandmother also experienced fear of losing her granddaughter to an HIV-
related death: 
 
“My mind did not rest when I knew that my granddaughter has the disease 
also. I would always think she will not be around to raise her own child 
because I have seen these others leaving behind orphans” 
 
In her moments of illness and quest for life, the female adolescent also worried about 
her own future. She worried about the welfare of her daughter. The worry moreover 
covered issues such as finding the right partner who will accept and support her in 
the journey of living with HIV: 
 
“…and take my pills, live life, eat the right foods I need to eat to sustain life, 
live for my child…” 
 
“Ok I stayed single, I took a break from dating…may be by the time I’m back to 
dating after 2 months or so I will find someone who is OK for me…” 
 
The grandmother also worried about Thandekile’s future. The interview indicated that 
Gogo Dlamini was concerned about her granddaughter’s financial independence in 
the future: 
 
“If it were according to me, I wish that she would study and have her own 
certificates because life is difficult now…” 
 
“I wish for her to have a future, have employment and have a certificate just 
like all other children.” 
 
The life of the female adolescent living with HIV was punctuated by mistrust. Not 
everyone was to be trusted with the knowledge of her HIV status. At times 
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Thandekile would judge someone as a trustworthy individual, only to have that trust 
broken. She was referring to the betrayal she suffered because of her aunt. 
 
The grandmother, as an adult, scanned through all the people with whom she could 
share this burden, but she found that none met the necessary criteria, so she kept 
the news to herself. In a way, this concealment of the HIV status was a deliberate 
decision on the part of the grandmother related to her role of protecting the female 
adolescent since people are not to be trusted: 
 
“I don’t talk to anyone, I keep quiet with this, I am the only person who knows 
because I know that people are not to be trusted outside there, they tend to 
make fun about you”  
 
“I will tell you the truth; I never identified anyone I could share this story with” 
 
d) Theme 4: Experienced extended duty of caregiving role by grandmother 
 
For this grandmother, the extended duty of caregiving came from her unrelenting 
effort to protect her ‘lastborn daughter’ from the vile comments of the family and 
community. Gogo Dlamini experienced being a treatment and emotional supporter for 
the adolescent when needed and being the caregiver of other family members also 
living with HIV. 
 
d.i) Category 1: Experienced adherence support through medication 
reminders 
 
Though the grandmother expressed fear concerning her granddaughter’s life 
regarding the fact that she will rely on pills for the rest of her life, she did, however, 
provide treatment support for the granddaughter. The grandmother gave priority to 
the treatment and mentioned that she reminded Thandekile about her pills on a daily 
basis: 
 
“I try that, I usually, every time I remind her to take her pills” 
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d.ii) Category 2: Experienced that the emotional support by the grandmother 
led to a deeper attachment to the granddaughter and the duty of 
counselling 
 
Receiving the news that the female adolescent was living with HIV brought forth 
mixed emotions for the grandmother and it pained her at heart to actually witness her 
granddaughter, whom she loved, being treated with disdain by members of the 
community. As a response to the emotional upheaval Thandekile was going through, 
the grandmother also developed a deeper bond with her as they traversed life 
together in the face of HIV infection. Gogo Dlamini believed that emotional support 
was imperative if her granddaughter is to survive living with HIV. 
 
The grandmother experienced the duty of providing the female adolescent with 
emotional support when needed. Emotional support was provided through 
counselling sessions that the grandmother offered to the female adolescent on a 
regular basis. This open communication between the two parties led to an even 
deeper relationship. The grandmother stated: 
 
“At times I tell her that ‘my child please behave yourself very well because now 
you already have the virus’. I talk to her”. 
 
“This child chose to share her story with me. She chose me her grandmother 
and confided in me as she would to her own mother, I do not even call her my 
granddaughter, she is my child, she is like my lastborn child”. 
 
d.iii) Category 3: Experienced protectiveness in day-to-day care 
 
Even though Thandekile was at a stage where she was old enough to live life on a 
daily basis without the monitoring eye of her grandmother, Gogo Dlamini was of the 
opinion that she needed to protect her granddaughter at all times. The grandmother 
protected Thandekile from the community through the concealment of her HIV status 
out of concern for Thandekile. She went to great lengths and enrolled Thandekile in a 
clinic further away from home with the sole purpose of protecting her from the gossip 
of the community they lived in. 
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“It is not my choice that she attends that far away clinic, I am scared of the 
gossip” 
 
“…she is not being treated here yet she stays here because people close by in 
this community have a weakness of talking about you” 
 
d.iv) Category 4: Experienced a burden of care for other family members 
living with HIV 
 
From the interview with the grandmother, it became apparent that there were other 
family members who were living with HIV. This actually had additive effects on the 
role of caregiving for the grandmother. She had to continue providing emotional 
support to the female adolescent as a primary caregiver, as well as to the other 
family members who had tested HIV positive, yet she did not have any social support 
for the caregiving role. 
 
“The reason why I had to share with my daughter in law is because she is also 
sick. I was giving her hope, mmhh, I said ‘do not be afraid Sisi, you will live’”. 
 
3.3.3 Case 3: Nokulunga 
 
Nokulunga and her grandmother were case number three in this study. The 
passages that follow will discuss their experiences of living with HIV.  
 
3.3.3.1 Biographic and demographic data 
 
Nokulunga was a 20-year-old female adolescent living with HIV. She was single and 
had no children. She was doing her primary education at a local primary school and 
was looking forward to her high school education and wearing a white shirt. She 
believed that her HIV infection had significantly delayed her educational progress. 
She lived with her maternal grandmother and had been staying with her on and off at 
first, but full-time after the demise of her mother in 2005. Her father was still alive 
during the time of data collection, and on ART as well, and he stayed in Manzini town 
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with his other wife. She had a younger sister who was also HIV positive and on ART. 
She and her sister were managed at different clinics for their ART services. The 
family lived in a deep rural area in the Manzini region. The houses were of normal 
modern built structures and had electricity supply. 
 
Nokulunga was tested for HIV in 2009 after severe bouts of illnesses, including 
pulmonary tuberculosis. She initiated therapy in 2010 after she had completed her TB 
treatment. During the interview, she spoke in a bubbly, sweet tone of voice and often 
smiled at her grandmother. 
 
Gogo Ginindza was a 65-year-old, not gainfully employed elderly woman. She and 
the family survived on pension pay-outs and the support that her working children 
provided. She was the primary caregiver of two granddaughters living with HIV. She 
referred to her granddaughters as her reason for living. She was married to a retired 
police officer who dearly loved his granddaughters. Both grandparents reported that 
they had a very big family, with the grandfather reporting having multiple children 
outside of this marriage which were later brought to the same homestead when he 
married. Eight of the children in the family died of AIDS, with the last death occurring 
in 2005. 
 
In the following passages, the four themes will be described and supported by quotes 
from the raw interview data. 
 
a) Theme 1: Experienced quest to survive 
 
In this theme, the grandmother and the female adolescent explained their challenges 
related to the willingness to live and enjoy life. Although the family is intact, the 
dynamics of living with HIV greatly contributed to the female adolescent and the 
grandmother’s challenges in day-to-day living. Under this theme, three categories 
were identified and are discussed next. 
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a.i)  Category 1: Experienced a lack of provision for daily life because of the 
lack of resources 
 
At first, the participant’s father wanted to live with his children, but he failed to provide 
for them. Nokulunga (Case 3, 20 years old, Grade 6, in school) experienced a 
shortage of food and other basic necessities under the guardianship of their 
biological father. Nokulunga said of her experience: 
 
“Babe ngitawuhlala lekuye kani angati kutsi babe ekugcineni utabese 
akasanginaki akaletsi kudla” (My father said I will stay with him, but I didn’t 
know that later on he was going to change against me and not provide food for 
me). 
 
After a short period of time, the female adolescents were then taken in by their 
maternal grandmother. The female adolescent had to take public transport to get to 
the clinic for ART refills. The clinic she attended was far from home which brought 
forth issues of transport fare. The grandmother (Case 3, 65-years old, pensioner) 
wished that Nokulunga could be transferred to a clinic walking distance from home: 
 
“Kumele shokutsi ngize ngihambe naye ngitofike ngisho kulaBelumbi ngoba 
nalemali yekugibela kute” (It means that I have to accompany her to the clinic 
and tell the white people (doctors) because there is no money for transport). 
 
When Nokulunga attended Teen Club sessions, the clinic would sometimes provide 
transport fare, which was a relief for the grandmother: 
 
“Baye babanike khona lena lemali yekugibela. Babanika 20 randi babanike ke 
nalokudla bayadla babuya basutsi vele lana” (Sometimes they give them 
transport fare. They give them R20.00 and some food. They come back home 
full). 
 
Both grandmother and grandfather were involved in the care of the female 
adolescent. When times became tough and there was no food, the grandfather, as 
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the head of the family, would establish some means to sell one of his cows in order to 
provide for his granddaughters: 
 
“mkhulu wabo nje akafuni balale bangakadli. Utsengisa inkhomo lasibayeni 
ayofuna kudla, atsengisele labantfwana bemntfwanakhe” (Their grandfather 
does not want them to sleep on an empty stomach. He sells a cow from his 
cattle byre to look for food to feed his granddaughters). 
 
a.ii) Category 2: Experienced physical effects because of poor health status 
that was physically draining 
 
Nokulunga experienced poor health status after the demise of her mother. Below she 
mentions how incapacitated she was without the knowledge that she had HIV.  
 
“Ngagula ngalala phansi, ngacala ngaba ne TB” (I became very sick, I had TB 
at first). 
 
After she was diagnosed with both TB and HIV, Nokulunga reported that she became 
sick; to such an extent that her family lost hope that she would survive. But within her 
was the will to live. She said: 
 
“Ngesikhatsi nginale TB ekucaleni, ngagula kakhulu, babe abenesifiso sekutsi 
yena abesangilungisele libhokisi, mine bengifisa kutsi ngingaphila” (when I 
had TB at first, I was very sick. My father had a wish that I die. Hhe had 
already prepared a coffin for me, I had a wish to survive). 
 
Although she had the will to survive, the sickness had been extremely draining and at 
one point she was bedridden. She explained: 
 
“Bengilele phansi ngingakhoni nekwentani, ngiva buhlungu ngatsi 
ngingahamba ngisukume kani angikhoni, ngihawukela kodlala nala banye 
bantfwana”. (I was bedridden. I couldn’t do anything, I wished to stand up and 
move around, and play with other children, but I couldn’t). 
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For Gogo Ginindza, taking care of Nokulunga involved multiple long trips to the 
hospital. In most cases, she would not be physically strong enough to carry the weak 
adolescent on her back. She explained: 
 
“Kwacala ngalona nje kucala wagula ngamtfwala ngamuyisa esibhedlela 
ngihambe ngimmema ngiwa yonkhe lendlela” (The sickness started with this 
one [the participant], I carried her to the hospital on my back, and I fell multiple 
times on our way). 
 
For the grandmother, advanced age coupled with the burden of care accelerated the 
physical effects associated with ageing: 
 
“Ngiyammema lapho kwewukela khona bengisaphila ke nami hhayi nyalo 
sengaphatfwa ngumgogodla” (I used to carry her on my back when we were 
walking on a sloppy or flat plain, but I then developed back problems). 
 
a.iii) Category 3: Experienced side effects of medication for HIV 
 
In this category, the female adolescent did not experience much side effects of the 
medication, but she was of the opinion that the medication was not effective at first: 
 
“Acala angiphatsa ngatsi angiwaboni kutsi ayangisita” (at first, I felt like I did 
not see that they were helping). 
 
b) Theme 2: Experienced support system 
 
Support, in any form, is imperative for those living with HIV. This theme discusses the 
support that Nokulunga and her grandmother received from the clinical area, family 
and community. 
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b.i) Category 1: Experienced clinical support through nurse-patient 
relationship 
 
The Teen Clubs in the clinics remain the main support system for female adolescents 
in the clinical area. Nokulunga explained that she enjoyed the warmth and 
acceptance from the health workers in the Teen Clubs. 
 
“eclinic basifundzisa kutsi tsine uma sicala lamaphilisi lawa kunele 
singawayekeli singalaleli bangani” (They teach us at the clinic that when we 
start on the tablets, we should not stop taking them. We should not listen to 
friends who would advise us against the tablets). 
 
The support Nokulunga receives from the Teen Club facilitators went beyond HIV 
and medicines; it also included advice in relation to social skills: 
 
“basitjela kutsi uma una boyfriend wakho esibhedlela ubatjele bonesi 
batakutjela kutsi funa wente njani cause labanye linyenti lalabangangatsi 
sebanebantfwana kani nasti sibantfwana” (They tell us that when we have a 
boyfriend we should come and report to the nurses who will tell us what to do 
since a lot of girls our age have children now). 
 
b.ii) Category 2: Experienced grandmother-granddaughter relationship that 
provided communication and emotional support 
 
Gogo Ginindza attested that communicating with her granddaughter is easy because 
since she came to stay with her when she was young, a bond developed between 
them.  
 
“Sinenjongo nje yekutsi sebantfwana betfu. Sibanakekela ngayo imphilo,” (We 
have the aim of taking care of these children’s health. They are our children 
now). 
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The grandmother, in her quest to support the health of the female adolescent, 
listened to Nokulunga when she shared what she had learned from the Teen Clubs 
and she took it upon herself to respect the teachings from the nurses; 
 
“yeGogo batiste tsine singanatsi nje liphilisi lelinye’ wo angibafundekeli futsi 
nabo bayati angisho kutsi ‘natsa leliphilisi lena wena ngoba ubulawa yinhloko 
nje’ batiphilela ngaloko labatiphilela ngako nje bona” (‘Granny they told us that 
we should not take any other pills’. Ok I do not force them to take other 
medicines. I do not say ‘take this pill because you have a headache’ no, they 
just survive on what is given to them). 
 
The following quote indicates that the grandmother and the female adolescent(s) 
shared a relationship that allowed them to think and care for each other.  
 
“Badle bashiye baphatsele Gogo, uyabuya uyakhotsa Gogo emaphepha 
(laughs) tikafutini tabo, uyabonga ‘ngiyabonga boXX’. Encenye kudle kucedze 
lokulokuncane, loku kutsi ‘mine ngiphatsela Gogo’. Kukhokha lihhabhula mine 
nginika Gogo, kukhoka ini kukhokha icold drink kunika Gogo uyanatsa 
naGogo, unatseni kepha wena Gogo? Nginatsile nami Gogo sinye sikotela ‘wo 
Gogo’” (They would eat and leave some of the food for their grandmother, and 
granny would eat whatever is brought to her (laughs) in their lunchtins and 
thank them. Sometimes the younger one would eat and finish but the elder 
one will consider and bring some for granny. She would take out an apple, a 
cold drink and share with granny). 
 
b.iii) Category 3: Experienced a lack of community support, fear of stigma and 
discrimination that led to the concealment of the HIV status  
 
The fear of stigma and discrimination affects the manner in which people living with 
HIV interact with others. Nokulunga preferred spending less time outside the house 
with other people when she discovered that her story of living with HIV was leaked. 
The fear of stigma and discrimination paralysed her. She described it as follows: 
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“Nga discover kutsi kuncono sake ngihlala ekhaya ngiye kodlala nangabe 
ngiya funa, phindze ngitikalele mine sikhatsi ngibuyele ekhaya” (I discovered 
that it is better for me to stay at home and only go and play when I wish to and 
only spend a set amount of time and then come back to the house). 
 
For fear of stigma, discrimination, as well as gossip, Nokulunga decided to conceal 
her HIV status even from her friends. She explained the reason as being: 
 
“Ngati ncumela emphilweni yami kutsi ngingahambi ngitjela bangani kuncono 
kube kwami. Angitsandzi kutjela bangani cause nome ngingamtjela umgani 
nyalo ngitamuva sekayikhuluma kumuntfu” (I decided that I will not go about 
telling my friends, it is my secret. I do not like telling my friends because, you 
tell one, you will hear them telling another person).  
 
The grandmother also feared stigma and discrimination against her granddaughter 
thus she decided to conceal the HIV status. She then chose to share it with one 
member of the community after the female adolescent had fully recovered from an 
opportunistic infection. 
 
“Bengingatjeli muntfu mine, yebo bengingatjeli muntfu. Nalapha nje lomake 
loshonile lapha ngimtjele muva sebasindzile” (I did not tell anyone, yes, I did 
not tell anyone. Even the woman I shared this with, I told her when they had 
recovered). 
 
b.iv) Category 4: Experienced reliance on a Higher Power 
 
The female adolescent appreciated the gift of life. She realised that it is the power of 
God that saved her from death. She shared it like this: 
 
“Mine emphilweni yami ngeva kungihambela kahle ngabonga kuMdali, ngatsi 
ngiyabonga kutsi wangivusa ekufeni bekungakayi kutsi ngihlakaniphile, 
kungemusa wakhe, livesi lami lengilitsandzako liku 1 Corinthians 4 verse 24” 
(In my life, I could sense that things are going on well, I thanked the Creator; I 
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said thank you for saving me from death. I wasn’t because I was clever, it was 
by His grace. I like the verse in 1Corinthians 4:2). 
 
c) Theme 3: Experienced psychological effects 
 
HIV has the ability to affect all the domains of an individual who is infected and those 
affected. This theme explains the psychological effects of HIV that the female 
adolescent and her grandmother experienced. 
 
c.i) Category 1 Experienced poor acceptance of the HIV status 
 
Gogo Ginindza implied that the first time she heard about the female adolescent’s 
HIV status, it was not easy because they got confused as to where the adolescent 
may have contracted the infection: 
 
“kwaba buhlungu nje kulawo malanga nje singati kutsi utawutsi kona ngubani 
wakabani bakutsetse kubani” (It was painful those days because we did not 
know what to think, or where they got it). 
 
Though it was difficult at first to accept Nokulunga’s HIV status, the grandmother had 
to come to terms with it as a matter of urgency. She explained:  
 
“Bafike bayasho ke kutsi ingati yakhe ingcolile, …bamtsatsa tingati wabuya 
naye lakhaya wanginika (silence). Sase siyaphefumula ke kwekutsi ngoba 
lentfo angitsi bayasho kutsi bonkhe bantfu sebanayo, baphila nayo kute 
longatentela ngako” (then after testing her they did say that her blood has the 
virus …they took her blood for test, her aunt gave me the result (silence). We 
were then relieved because they say that everyone has it, they live with it. 
There is nothing you can do). 
 
“Ngulokutsi satsatsa ngase ngitsi lovele kwami kulamhlana angeke kutsi 
ngingatsi sekuyangiyatsisa ngiva buhlungu bekutsi awu” (Because I took it like 
it is my responsibility so I can’t be acting like I don’t know what to do and 
feeling pain like…). 
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The grandmother had to put on a brave face and comfort herself that HIV is a 
common infection and many individuals are, in fact, infected: 
 
“Ha akusangiphatsi nje, sengikhululekile ngoba bonkhe bantfu sebaphila 
ngako loku. Sekute nje lakungivisa buhlungu khona ngoba bayasho labanye 
bayaphila nabo bayaphila bantfu labadla lamaphilisi” (Ha, I do not worry about 
it anymore because everyone lives like this now. I do not feel hurt anymore 
because people do mention that they live with it, they take the pills). 
 
c.ii) Category 2: Experienced low social integration because of betrayal, 
isolation, loneliness, and suicidal ideation and lack of friendships 
 
Nokulunga experienced betrayal by a close family member. Her stepmother was 
aware of Nokulunga’s HIV status, and she shared it with her neighbours without 
Nokulunga’s consent. Then the neighbours started gossiping about her and she did 
not know how to handle the gossip; she resorted to isolating herself: 
 
“Futsi bekungangichazi nome atjela labanye bomakhelwane cause 
bebakhombana ngemehlo ngitive ngimncane kuncono sale ngihlala ekhatsi 
endlini kani mine akusiyo intfo yekutsi ngitsandza kuhlala ekhatsi endlini” (and 
it did not please me that she would tell the neighbours because they would talk 
about me using signs and body language and I would feel belittled and I 
decided to stay indoors even though I do not like staying indoors). 
 
When the living conditions became unbearable for Nokulunga under the care of her 
stepmother, she was heartbroken and some of her friends at school noticed. She had 
a challenge in approaching her class teacher to report this situation because the 
teacher was a friend to her stepmother. She explained: 
 
“Batsi angiyi ngani kotjela thishela ngesaba cause ngumngani wa make cause 
ngoba make sengiyamati kutsi unebangani latabatjela kutsi mine sengiphila 
naleligciwane leli” (They asked why I do not report this to my teacher, I was 
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afraid because the teacher is a friend to my stepmother, and my stepmother 
has friends with whom she shares that I now live with this virus). 
 
The quote above indicates the poor social integration that Nokulunga experienced as 
a consequence of living with HIV.  
 
c.iii) Category 3: Experienced feelings of loss: grief, fear, stress, mistrust and 
worry about the future 
 
Nokulunga preferred that her status be concealed because she feared the reaction of 
the neighbours and the community as well as the loss of playmates and friends. 
Nokulunga describes it as follows: 
 
“Bengicange kutsi kube kahle kutsi kwatiwe ngimi namake na babe kungatiwa 
nganome ngangubani cause labanye bantfwana khandza kutsi bangani 
bamake bangabatjela labanye bantfwabakhe kutsi umntfwana waka 
makhelwane unjenjenje ningayi kodlala kuye cause utanitselela lesifo lanaso” 
(I thought that it was best that my status be kept between me, my father and 
stepmother, not everyone should know because I fear that other women who 
are friends with my stepmother will tell their children not to play with me 
because I will infect them) 
 
After the betrayal by her stepmother, Nokulunga guarded her status with all her might 
because she did not trust anyone: 
 
“Ngati ncumela emphilweni yami kutsi ngingahambi ngitjela bangani kuncono 
kube kwami. Angitsandzi kutjela bangani cause nome ngingamtjela umgani 
nyalo ngitamuva sekayikhuluma kumuntfu” (I decided that I will not tell my 
story to my friends, it better be mine only. I do not like sharing with friends 
because you will hear her telling it to someone else). 
 
The longer the participant lived with HIV the more resilience she developed in terms 
of being gossiped about. She became tired of the isolation and the loneliness. The 
following quote reflects her decision to come out of isolation. 
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“Ngagcine ngibonile kutsi ngeke kungisite lokutifihla nganconota sale nome 
bangangikhomba ngenhloko kutsi akusanendzaba” (I realised that it will not do 
me any good to hide myself in the house, I thought let them continue to point 
at me with their heads I do not care). 
 
The female adolescent was battling somewhat with isolation, and she had some 
worries about her future since she was not initially performing well in school. 
 
“Futsi esikolweni bengifeyila kakhulu ngingatiboni nekutsi ngitake ngiphase 
nangitawuhlala la kagogo bengiphasela le emuva lekubo 22, 23 ngingajabuli 
bonkhe lebe ngihlala nabo lekhaya beba phasela embili futsi nome ngabe 
ngifeyila ema test bengiwafeyilela emuva ngingajabuli” (Before I came to stay 
with my grandmother, I used to fail a lot at school, I did not even think about 
passing. I used to obtain position 22 or 23 in class, I was not happy, I failed 
tests dismally). 
 
The female adolescent’s progress in school remained an important aspect for the 
grandmother. She blames the effects of HIV as well as the ill-treatment Nokulunga 
received from her biological father for her poor performance. She explained: 
 
“Lomntfwana ngase sewukhashane ngekufundza lona. Wakhokha libhande 
wambhancula, wambhancula wamshaya embikwasisi wakhe” (this child would 
be well ahead in school. He took out his belt and hit this child in front of his 
sister). 
 
Seeing her biological father beating her increased the grandmother’s worry about the 
welfare of her granddaughter: 
 
“Eh! Tindlebe tema enhloko sahlala sathula” (we were so confused, we stayed 
and waited for XX). 
 
The grandmother had experienced great loss with the death of Nokulunga’s mother. 
At the time of her death, Gogo Ginindza was not aware of the cause of death, but 
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with the sickness of the female adolescent, it finally dawned on her that her daughter 
died of an HIV-related illness. She explained it as follows: 
 
“Angitsi sasesiyabona nase labantfwana bagula kutsi baye esibhedlela 
sebabanjwa lesifo satsi wo nalowetfu shotsi wabulawa ngulentfo le ngoba futsi 
bekusete lokwekutsintsibeta loku (silence) ngoba naye wacala 
ngekukhwehlela, … wakhwehlela kungayi emuva, kukhwehlela kuye embili. 
Sesibona ngalabantfwana kutsi wo! Lomntfwanetfu bekagulwa ngulentfo le 
wabulawa ngiyo”. (When these children became sick and went to hospital and 
were diagnosed with the disease now, we can see that our own was killed by 
this disease because there were no medicines for suppressing it then 
(silence). She started with coughing and coughing, and it wasn’t getting better. 
Now we see it with these children that Oh! Our daughter had the same illness 
and it actually killed her). 
 
d) Theme 4: Experienced extended duty of caregiving role by grandmother 
 
In this theme, the grandmother shared her caregiving role as it related to other 
members of the family who were living with HIV. The grandmother mentioned that the 
participant and her sister were diagnosed with HIV and got sick within months of 
each other. This theme presents experiences relating to adherence support, 
protectiveness and burden of care.  
 
d.i) Category 1: Experienced adherence support through medication 
reminders 
 
From the interviews, it was evident that the grandmother accepted her role of being 
the treatment supporter for the female adolescent. Her role was to remind her 
granddaughter to take her medication: 
 
“Ngingatsi ngiye ngilibale kutsi ‘yey natsa wena nyalo, nyalo ngubani 
sikhatsi?’” (I am always screaming ‘hey take your pills, what is the time now?’) 
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“Noma sisengakefiki sikhatsi mine ngisolo bengikholonga ngitsi ‘nyalo ke?’” 
(Even before the right time, I will be calling out for them to take the pills). 
 
The adherence support that the grandmother provided extended to reminders about 
clinic appointments: 
 
“Naye ngilibala ngulokukhuluma ‘nyalo ke hamba XX uye le’” (I always talk 
and say now it’s your time to go there XX). 
 
To protect the health of her granddaughter, Gogo Ginindza took it upon herself to 
always remind her granddaughter about her medication and hospital appointments; 
 
“Ngima ngalokukhwetela ke, yebo ngime ngalokukhwetela ke” (I always 
encourage them, yes mine is to encourage them). 
 
d.ii) Category 3: Experienced protectiveness in day-to-day care 
 
Sometimes the daily care that was provided by the grandmother extended to hospital 
stays when Nokulunga was admitted into the hospital. The grandmother mentioned: 
 
“Ngobe ngacale ngahamba naye ngaya ngayewulala vele ngoba bafike 
bamlalisa, ngalala sacedza emalanga” (I went with her to the hospital. She 
was admitted, we slept there for a number of days). 
 
For a brief period of time after Nokulunga was taken into the custody of her father, 
Gogo Ginindza experienced psychological upheaval due to the lack of information 
surrounding the health status of her granddaughter. She witnessed the physical 
abuse that her granddaughter was experiencing at the hands of her father: 
 
“Wakhokha libhande wambhancula, wambhancula wamshaya embikwasisi 
wakhe, watsi sisi wakhe (…) wabe amtsatsa ahamba naye abe amsikita etulu 
emotini, bengitsi utambulala, wamfihla toti, sabatse, sabatse, akavakali 
Nokulunga kutsi uyaphila” (he took out his belt and lashed and lashed the 
child in front of his sister. He took the child into his car, I thought he was going 
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to kill her. We waited and waited, and there was no news about Nokulunga’s 
well-being). 
 
The grandmother became unsettled when she heard reports that her granddaughter 
was still not recovering, and was being treated badly her father: 
 
“Atsi angabona labonina babute abatjele kwekutsi sewulungisa imali 
yelibhokisi Nokulunga solo uyagula”. (When he met XX’s aunts, he would tell 
them that he is now preparing finances to purchase a coffin because XX is still 
sick). 
 
d.iii) Category 4: Experienced a burden of care of other family members living 
with HIV 
 
Apart from the participant, the grandmother has also taken care of other people in the 
household with HIV-related illnesses, such as Nokulunga’s sister. She expressed the 
difficulties of HIV care: 
  
“Sengihleti sikhatsi lesidze vele nabo (…) ngoba bobabili labantfwana…Ngitsi 
bobabili labantfwana angitsi bayelamana kunaXX naNokulunga, mmhh”, (Its 
been a long time since I have been staying with them (…) because both 
children…I am saying both these children are living with HIV) 
 
“Sekusukela loya wamilwa tinsumphe naye ngiyamumikisa esibhedlela awu 
uyangihlula sewutsatfwa bonina” (the sickness then came to the other one, 
who just developed skin lesions. I took her to hospital and the sickness 
continued, and her aunts stepped in as well). 
 
Taking care and worrying about two children living with HIV was both an emotional 
and physical task for the grandmother. However, throughout the interview, she 
mentioned that she had family support for the care of the children in her custody.  
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3.3.4 Case 4: Phephisile 
 
3.3.4.1 Biographic and demographic data 
 
Phephisile was an 18-year-old female adolescent living with HIV. She grew up in 
rural Manzini region and stayed with her grandmother along with other members of 
her extended family. Her primary caregiver was her maternal grandmother, who was 
a senior wife of her grandfather. Her grandfather had two wives and a big family. Her 
biological mother was alive and working in Johannesburg at the time of data 
collection. She often visited, but her stays were described as very busy and brief at 
times, which contributed to a shaky relationship. Phephisile was the first-born in a 
family of five children. However, she did not share the same father as the other four 
children. She stated that all the other children after her looked healthy and none had 
been sick like her. Her father passed away when she was young, and she was not 
aware of her father’s cause of death. Even though her parents were not married, she 
had a good relationship with members of her paternal family.  
 
She was diagnosed with HIV in 2015 after multiple severe illnesses, which made her 
grandmother take her to hospital for HIV testing. That same year she was initiated on 
ART and her regimen was Abacavir (ABC) + Lamivudine (3TC) + Efavirenz (EFV). 
Phephisile believed that her HIV infection contributed to her poor performance at 
school since she is still at primary school at her age. During the time of data 
collection, she was doing Grade 6 at a local primary school. She believed that some 
of the teachers at her school were worried about her appearance and performance. 
She was of short stature, a bit thin and looked very young for her age. 
 
Gogo Motsa was a 69-year-old woman who looked strong for her age. She was the 
senior wife in a polygamous marriage. She had seven children and a lot of 
grandchildren. Apart from Phephisile’s mother, she had two children who were 
diagnosed with HIV. One of them lost vision in the right eye due to herpes zoster 
infection which was on the face. For a long time, Gogo Motsa worked as a labourer 
on a farm in Vuvulane, in the eastern part of the Kingdom of Eswatini. When she 
retired, she asked to borrow some of the land that was not being farmed so that she 
could cultivate maize and other crops for the family. Since 2016, she would leave the 
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family and travel to Vuvulane during the planting season to plough. She would plant, 
return home and then check on the crops from time to time. She used her elderly 
grant to pay for transport to and from the plantation site.  
 
She had taken care of Phephisile from the age of 18 months when her mother had to 
go to the towns to look for work. She stated that Phephisile developed normally, like 
all children, but had a severe case of malnutrition when she was 12 years old and 
she thought it was expected because they usually do not have enough food in the 
household and there are a lot of children to feed. Soon after the malnutrition 
resolved, Phephisile had episodes of abdominal pain, diarrhoea and vomiting. In the 
family, it was known that vomiting and diarrhoea were her sicknesses. It was these 
episodes that prompted Gogo Motsa to take her to the hospital. She stated that her 
life and that of her granddaughter changed from the day she was diagnosed with 
HIV. Now, when she goes to the fields, she goes there with a determination and 
purpose that one of her granddaughters needs the food more than everybody else. 
 
Phephisile and her grandmother were interviewed on different occasions because the 
grandmother was away in the fields when the interviews were scheduled. 
 
a) Theme 1: Experience quest to survive 
 
This theme presents the different facets of the challenges of living with HIV and 
caring for a female adolescent living with HIV. It also depicts the lack of resources 
that Phephisile and Gogo Motsa experienced on a day-to-day basis. Each day the 
family had to find the means to survive their circumstances. At certain times the 
family experienced a grave shortage of food. 
 
a.i)  Category 1: Experienced a lack of provision for daily life because of the 
lack of resources 
 
The primary difficulty of daily life for this family was the unavailability of food. There 
were times when the family had nothing to eat and they could not report to the head 
of the family because he spent most of his time at his younger wife’s homestead. 
Phephisile (Case 4, 19 years of age, Grade 7, in school) said: 
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“Mine bengitsi nangitsi ngubuya esikolweni ngilambile ngikhandze kute kudla 
atsi Gogo asimele kuze kuphekwe entsambama ngoma imphuphu yincane” (I 
would come back from school some days very hungry and I would find that 
there is no food in the house and my grandmother would tell me to wait for the 
evening meal because there is little mealie-meal). 
 
The food shortage situation became better when Gogo Motsa started farming at 
Vuvulane. The female adolescent articulated this as follows; 
 
“Sekwaba ncono nyalo ngoba Gogo uyalima ensimini yakhe eVuvulane. 
Ubuya nemakhabishi nemmbila Gogo ngalesinye sikhatsi” (The situation is 
better now because my grandmother is cultivating crops at her field at 
Vuvulane. She comes back with cabbages and mealies sometimes). 
 
For Gogo Motsa (Case 4, 69 years old, subsistence farmer), living with a child who 
has HIV means that she must have food readily available; something which is very 
difficult to achieve: 
 
“Yemnftwanami kulukhuni kuhlala nemuntfu lonalentfo ngoba kudzingeka kutsi 
adle, aphile kahle angahlukumeteki. Manje awu tsine singakutsatsaphi 
lokokudla sonkhe sikhatsi? Kulukhuni nje” (My child, it is difficult to live with 
someone who has the ‘thing’ [HIV] because she has to eat and live well and 
not be stressed. But then where can we get the food all the time? It’s just 
difficult). 
 
Recognising the magnitude of the situation she was now living in, coupled with the 
lack of support from the head of the family, Gogo Motsa decided to take drastic 
action in an attempt to salvage the situation. 
 
“kubuhlungu kubasaliwakati emendvweni mntfwanami, ubese uyakhula nje. 
Ngasukuma njengemfati ngatsi kuncono ngiyocela indzawo yekulima le 
labengitoha khonakulabelungu. Mane nje ngitsi umdvwebo munye balale 
badlile bantfwana bami” (It is very hurtful to be rejected by your husband in 
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your marriage my child, you tend to mature quickly. I had to stand up as a 
woman and I thought it would do me good to go and request for a small piece 
of land where I was working for the white farmer so that I cultivate for my 
children). 
 
The government grant they receive as elderly people is not enough to cover all living 
expenses: 
 
“Hawu Goje…lembasha yabogogo levela kuhulumemnde nayo letsi loti loti 
ayingifikisi ndzawo mine, kumele agibele lomuntfu njalo ngenyanga, 
iphumaphi njeloku nenina utsatsa lichi kungijikajika. Kumele ngitihhulule 
mntfwanami ngingatsini? Kwami” (awuu Goje…the elderly grant from the 
government is inconsistent and it does not make that much difference, I have 
to pay for her transport to the clinic every month, where do I get the money 
since her mother takes long to give us some money. I have to see where I get 
the money from. What can I say? It’s my problem). 
 
a.ii) Category 2: Experienced physical effects because of poor health status 
that was physically draining 
 
Phephisile experienced several episodes of ill health that left her unable to attend 
school at times. It took a long time for her to be formally diagnosed with HIV. In the 
passages that follow, the female adolescent explains the episodes of poor health that 
affected her physical being. 
 
“Gogo aze atsi asihambe siyo test-a bekabona kutsi bengiphele bengiphe 
ngihlangigula gula ngilova nasesikolweni” (for my grandmother to decide that 
we should go for testing, she was noting that I have repeated episodes of 
illnesses such that I miss school sometimes). 
 
“Bengigula gula ngiphatfwe yinhloko ngihlante bese ngiva lesisu ngatsi 
siyagubhutela” (at first, I would get sick, have headache, vomiting and my 
stomach was upset). 
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“Ngacala phindze ngagula, ngagula phindze bangimikisa ngemoto esibhedlela 
baze balitfole leligciwane” (again I fell sick, and I was sent to hospital by car 
and that’s when I was diagnosed with HIV). 
 
“ngagula kakhulu emtimbeni mine ngahamba ngayolala esibhedlela. Ngatsi 
mangilala esibhedlela bengincama kakhulu kunaloku lengingiko kwanyalo 
ngoba mangicabanga loku ngincama kangaka ngicabanga kutsi 
sengitawubuyela emtimbeni” (I was severely ill at some point, I was admitted 
into hospital. I was so thin, thinner than what I am now, but I think I will regain 
the weight). 
 
a.iii) Category 3: Experienced side effects of medication for HIV 
 
Before Phephisile got used to her antiretrovirals (ARVs), she experienced some side 
effects from the medication. 
 
“Ngatsi mangiwacala lamaphilisi acala anginangu angilalisa, angigulisa…” 
(When I started the pills, I became sick, and had sleepy…). 
 
“Emtimbeni bengingasilongaka. Kona bengisidudla hhayi kakhulu ngatsi 
nangicala kunatsa emaphilisi bengisaba” (I was not this size. I was a bit big, 
but not too big. I was scared when I started the pills). 
 
The side effects were so worrying that Gogo Motsa doubted the effectiveness of the 
drugs. She contemplated looking for a second opinion from the traditional healer or 
the prophet: 
 
“Besengishaceka phela mine kutsi umntfwanemntfwanami seyini kani. Njo sitsi 
siyalapha solo mane kubonyabonyeka kuyadlanga” (I was getting worried 
about my granddaughter. I thought the pills were for treating but still the 
sickness was getting worse). 
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b) Theme 2: Experienced support system 
 
This theme presents the support that Phephisile and Gogo Motsa received. It focuses 
on the support of clinic staff, the school and the home for the female adolescent.  
 
b.i) Category 1: Experienced clinical support through nurse-patient 
relationship 
 
The Teen Clubs are a safe place for children living with HIV. For Phephisile, the 
hospital environment was conducive for freedom of play and association. She 
described it as: 
 
“Esibhedlela kukahle ngalokutsi bo Anti bayakhona kusinaka basiphatsa 
nakahle futsi” (at the clinic all is well because the Aunties take care of us and 
treat us well). 
 
b.ii) Category 2: Experienced grandmother-granddaughter relationship that 
provided communication and emotional support 
 
Phephisile believed that the supportive relationship she had with her grandmother 
contributed to her positive health outcomes.  
 
“Mine labekangisupport-a bekunguGogo. Kube bekangekho Gogo ngabe 
ngafa...” (The person who supported me was my grandmother. If it wasn’t for 
her, I would have died). 
 
She stated that her grandmother always had the financial means to send her to the 
clinic for her appointments. She was pleased that she has never missed any clinic 
appointments. 
 
“kute lilanga lengike ngalova ngalo mine mangiya eclinic ngalokutsi Gogo imali 
uhlala anayo anginike atsi angihambe ngiye eclinic” (there is no day where I 
have missed my clinic appointments because my grandmother always has the 
money for me to go to the clinic). 
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b.iii) Category 3: Experienced a lack of community support, fear of stigma and 
discrimination that led to the concealment of HIV status  
 
There is a widespread lack of empathy and understanding for people living with HIV 
from the community. As a result, people living with HIV guard their HIV status by any 
means for fear of the manner in which people may react. Phephisile chose not to 
disclose her status even to the school community for fear of stigma and 
discrimination. The excerpt that follows describes her fears of sharing her HIV status 
with the class teacher. 
 
“Waphindze wangibita wangibitela e ofisi watsi bowulove leni? ngatsi mine 
bengigula watsi oho ke sisi. Batsi iphi incwadzi ngatsi ngabalayela 
emvakwaloko batngitjela batsi ke ‘hawu, boyo test-a ligciwane?’ ngatsi mine 
ee, batsi ‘balitfolile yini?’ngatsi ke mine chake abakalitfoli batsi owo” (my 
teacher called me again into the office and asked why I did not attend school. I 
told her that I was sick and she said ‘OK, where is the sick note’ I showed her. 
And after that she said ‘oh, you had gone for HIV testing? Did they find the 
virus?’ I said ‘No’). 
 
Phephisile was aware that she deliberately withheld the information about her HIV 
status from the class teacher. She explained why she chose not to disclose to her 
teacher as follows: 
 
“Ngalokutsi ngabona kutsi ke lendzaba mangitjela lothishela munye 
lengimetsembako utabese lothishela wandzisa sonkhe lesikolwa emvakwaloko 
bese angisakhoni bese angisakhoni kuphasa kahle nase classini bese 
bantfwana labanye bayangicwaya bangitjele kutsi sengineligciwane 
abangasondzeli kimi” (I thought that if I tell this one teacher, whom I trust, she 
will in turn spread this story to the whole school, then that would affect my 
performance at school, since other children will discriminate me and not want 
to associate with me). 
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The above extract presents the extreme fear of stigma and discrimination that the 
participant had. To protect herself, it was always safer to hide the information about 
her HIV status as well as the visits to the clinic for medication refills. 
 
“Ngibatjela lapha ekhaya emvwakwaloko ngivuke lokwa ekuseni ngighambe 
ngiye eclinic ngitsi mangibuya eclinic bangibute batsi ubuyaphi ngitsi mine ke 
bebangitfume eMliba kutsi angiyohlangabeta make” (I only tell the people at 
home that I am going to the clinic. I then wake up very early and leave. When I 
come back some people ask me where I am coming from and I just tell them 
that I was sent on an errand at Mliba to meet my mother). 
 
b.iv) Category 4: Experienced reliance on a Higher Power 
 
This category describes the participants’ belief in God. The female adolescent 
strongly believed that she survived because God blessed her grandmother with life, 
and she benefited from the presence of her grandmother: 
 
“Kube bekangekho Gogo ngabe ngafa ngalokutsi Nkulunkulu wangigcinela 
Gogo wakhona kuphila” (If my grandmother was not there, I would have died 
but because God allowed her to live, I am alive). 
 
c) Theme 3: Experienced psychological effects 
 
The psychological effects associated with HIV infection made Phephisile think that 
she is about to die. She also wondered how this disease chose her: 
 
“Ngilele esibhedlela bengicabanga kutsi sengitakufa ngamangal kutsi manje 
lokugula mine kungikhetse njani ngoba labanye bengibabonile baphila 
naleligciwane” (when I was admitted at hospital, I was thinking that I was going 
to die. I wondered how the sickness chose me because I have seen other 
living with the virus). 
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c.i) Category 1: Experienced poor acceptance of the HIV status 
 
Phephisile reported an initial wave of pain and shock upon hearing about her positive 
HIV status. 
 
“Ngase ngathula…ngase ngathuka kakhulu nabangitjela kutsi 
sengineligciwane” (I was quiet…I was so shocked when they told me that I 
had the virus). 
 
“Ngatsi nabangitshela kutsi sengineligciwane ngakhala, masengikhalile Gogo 
wangisula tinyembeti.” (when they told me tht I had HIV, I cried, and my 
grandmother comforted me). 
 
c.ii) Category 2: Experienced low social integration because of betrayal, 
isolation, loneliness, and suicidal ideation and lack of friendships 
 
Adolescents living with HIV find it difficult to interact and socialise with people outside 
of the family circle for fear of inadvertent disclosure of their HIV status. The stigma 
and discrimination attached to HIV have an impact on the way people interact and 
relate to someone living with HIV, hence participants experienced low social 
integration: 
 
“Ngalesikhatsi ngicala kuphila naleligciwane bengi bengicabanga kutsi 
sengehlukile kunalabanye bantfwana” (when I started living with HIV, I thought 
I was different from the other children). 
  
“ngalesikhatsi ngicala kunatsa emaphiisi bengicabanga kusti bonkhe labantfu 
bayangibona” (when I started taking the pills, I thought everyone could see 
through me). 
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c.iii) Category 3: Experienced feelings of loss: grief, fear, stress, mistrust and 
worry about the future 
 
Phephisile experienced numerous feelings associated with HIV infection but the most 
significant feeling was that of grief. 
 
“angitsandzi kukhuluma ngendzaba yeligciwane ngalokutsi eh, ibese 
iyangikhalisa, ibese iyangikhumbuta tonkhe letintfo lengake ngendlula kuto 
naloku sengokhona khona nyalo” (I do not like talking about my story of living 
with HIV because it makes me cry, it reminds me of all the things I had to go 
through up to where I am today). 
 
The quote below reflects the stress associated with living with HIV: 
 
“kona kulukhuni nalokuphila naleligciwane ngalokutsi bantfu bengingafuni 
kutsi bati kutsi sengiphila naleligciwane” (It is difficult to live with HIV because I 
did not want people to know that I was now living with HIV). 
 
Disclosure of HIV status requires trust and assurance of confidentiality on the part of 
the other party. However, Phephisile had complete mistrust in the people in her 
neighbourhood and the community at large: 
 
“Ingani makhelwane utabese utjela bantfwabakhe atsi ke ningasondzeli 
kulomntfwana loya ngalokutsi uneligciwane” (the neighbour will tell her 
children that they should not come close to me because I have the virus). 
 
At one point she was admitted into hospital where she spent ten days. She had an 
overwhelming fear of death: 
 
“Ngilele esibhedlela bengicabanga kutsi sengitakufa ngamangala kutsi manje 
lokugula mine kungikhetse njani ngoba labanye bengibabonile baphila 
naleligciwane” (When I was in hospital, I thought I was going to die. I 
wondered how this sickness chose me because I had seen other people living 
with HIV). 
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d) Theme 4: Experienced extended duty of caregiving role by grandmother 
 
This theme explains the effects of the caregiving role as experienced by Phephisile’s 
grandmother. 
 
d.i) Category 1: Experienced adherence support through medication 
reminders 
 
When ART is initiated, a treatment supporter is required. In most instances, the 
grandmother, as the primary caregiver, is listed as a treatment supported for the 
female adolescent.  
 
“Ngatsi mangiwacala lamaphilisi acala anginangu angilalisa, angigulisa 
emvakwaloko watsi Gogo angingawayekeli lamaphilisi ngisale ngiwanatsa 
onkhe lamalanga” (when I started taking the medication, I fell sick, along with 
sleepiness. My grandmother said I should not stop taking the pills, I have to 
take them every day). 
 
“Ngachubeka emaphilisi ngawanatsa, Gogo anginatsisa” (I continued and my 
grandmother was giving them to me). 
 
The role played by grandmothers in HIV care is enormous. Where the mother is not 
available, the grandmother is ushered into the role and they perform it flawlessly. The 
adolescent attested to this: 
 
“Minelabekangisupport-a bekunguGogo. Kube bekangekho Gogo ngabe 
ngafa” (The person who supported me is my grandmother, if it wasn’t for her I 
would have died). 
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d.ii) Category 2: Experienced that the emotional support by the grandmother 
led to a deeper attachment to the granddaughter and the duty of 
counselling 
 
The female adolescent was aware that her grandmother was her primary source of 
emotional support: 
 
“wachamuka make watsi ke ‘hhawu sisi sowunatsa emaphilisi?’ ngatsi ke 
mmhh. watsi ke ‘yini indzaba?’” (my mother came and asked ‘hawu you are 
now taking pills’ and I said ‘yes’. She asked ‘why?’). 
 
“Kute lomunye lobekadze angenelana bekunguGogo kuphela nje. Issuport 
yakhe futsi ngisayidzinga nanakakhulu and futsi lesupport layentako 
ngiyayitsandza” (There is no one else who cared about me, it was only my 
grandmother. I liked the way she supported me and I still need her support). 
 
The conversations they had indicated a deep emotional bond. The role of the 
grandmother was to assure and encourage the female adolescent to take her 
medication and courageously live with HIV.  
 
“Ngambuta ngatsi mine malingangibulala ke watsi ke Gogo angeke lize 
likubulale ligciwane nawuchubeka unatsa kahle lamaphilisi.” (I asked my 
grandmother if the virus will kill me. She said it won’t if I take the pills well). 
 
“nangicala kunatsa emaphilisi bengisaba watsi Gogo ‘khululeka sisi 
utawuchubeka ubuyele emtimbeni wakho’ ngatsi ngitawubuyela njani pho 
nanginatsa emaphilisi, watsi Gogo ubodla.” (when I started taking the pills, I 
was scared and my grandmother said I should not be scared, I will return to 
my normal weight. I wondered how and my grandmother said I should eat). 
 
“Ngativa ngatsi Gogo sengumake ngalokutsi Make bekaphele…ajike ayeJozi” 
(I felt like my grandmother had taken the space for my mother because my 
mother was always in Johannesburg). 
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d.iii) Category 3 Experienced protectiveness in day-to-day care 
 
Gogo Motsa handled disclosing Phephisile’s HIV status to the family, which came as 
a relief to Phephisile.  
 
“Nalapha ekhaya kute lengamtjela kutsi mine sengiphila naleligciwane bonkhe 
batjelwa nguGogo kutsi ke ‘ningamangali Phephisile nasekanatsa emaphilisi 
bamtjele kutsi esibhedlela sowuphila neligciwane ngingamcwayi nibochubeka 
niphindze ngidlale naye’” (Even here at home, I didn’t tell anyone, my 
grandmother did. She told them that they should not be surprised as I am now 
taking the pills, they should not discriminate against me). 
 
d.iv) Category 4: Experienced burden of care for other family members living 
with HIV 
 
Gogo Motsa has provided care for other members of the family who have been sick 
because of HIV. She has thus gone through the challenges of HIV care before. She 
described the pain and difficulties of caring and witnessing her own child suffering as 
a result of HIV infection, as follows: 
 
“Ngabuka nje nesi ngatsi hhe…umntfwanami sewaba yindlobho kanje nganasi 
silwane! Ayatsa phela buhlungu bunhlonhlota, inhloko ayatsa umfana wami” (I 
watched nurse my own child has one eye like this because of this animal 
[HIV]. He was restless because of the pain and the headaches). 
 
She narrated the sleepless nights she had when one of her daughters had severe 
pain secondary to herpes zoster, an opportunistic infection. Her sickness began 
immediately after her brother recovered:  
 
“Nangisabukile kutsi lomnakabo uyelulama, ntfombatane wakami lolama unina 
walo, kumbambe kugula ngitsi nango nango, yehheni nesi. Yena ke wabanjwa 
ngilo naye libhande lamtimbeni. Besingabati butfongo abhonse umntfwanami 
angafuni ngisho libhayi nje leli litsintse umtimba wakhe” (when I was still 
observing her brother’s recovery, my daughter fell sick too. She had herpes 
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zoster on the body. We would not sleep because of her complaints of pain. 
She didn’t even want linen to touch her body). 
 
In both these instances, Gogo Motsa was the primary caregiver, a role she accepted 
without hesitation as a mother. 
 
3.3.5 Case 5: Ntombi 
 
3.3.5.1 Biographic and demographic data 
 
Ntombi was an 18-year-old female adolescent living with HIV, who was single, and 
she had no children. Ntombi spoke fluent SiSwati and also understood English. She 
was diagnosed with HIV in 2012 when she was 12 years old. She was the only child 
born of her parents. She did not know her father very well because he died when she 
was still very young. She had a mental picture of her mother even though she also 
died when she was still young and left her with a neighbour who was not related to 
her. She did not remember how she was treated at that point. She was brought to her 
paternal grandmother by her father’s aunt. She started her anti-TB medication and 
ART while she was living with her grandmother. She reported that she experienced 
some side effects with the medication at first, but she adapted to the treatment. She 
obtained very low grades and was supposed to repeat Grade 7, but she decided to 
drop out of school instead in search of employment. She had started dating and 
reported that she had her first boyfriend.  
 
Gogo Gamane was older than 60 years, but she was unsure of her exact age. She 
had been Ntombi’s primary caregiver and she was also taking care of two of Ntombi’s 
cousins, aged two years and seven months. Gogo Gamane had lost four children, 
including Ntombi’s father, to AIDS and she was the caregiver to them all. One of her 
surviving sons was living with HIV and on ART, together with his wife. She reported 
that she once had a full household, but HIV infection came and ‘wiped out’ all her 
children, an anguish from which she will never recover. She was left with multiple 
orphans, and Ntombi was infected with HIV. She referred to HIV as a “monster 
whose origin is unknown”.  
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She was unemployed and relied heavily on one of her sons for financial support as 
well as food supply. At some point, her house was in a dilapidated and inhabitable 
condition but she had no means to renovate or build a new house until a charity 
organisation for the elderly came to her rescue. The organisation – Philani Maswati 
Charity – constructed a beautiful two-roomed flat for her. She expressed the 
challenges she faced, sleepless nights and acceptance of death while taking care of 
Ntombi in the days when she was still ailing. Moreover, she expressed grave concern 
about her granddaughter’s future since she had decided to quit school after Grade 7. 
She was uneasy and unsettled that her granddaughter might find a job and will have 
to be away from her.  
 
The themes for this case are discussed in the passages that follow. 
 
a) Theme 1: Experienced quest to survive 
 
This theme describes the challenges that the female adolescent and the 
grandmother experienced in their daily living. It depicts the life story of living with HIV 
for the female adolescent and the grandmother who cared for her. 
 
a.i) Category 1: Experienced a lack of provision for daily life because of the 
lack of resources 
 
Gogo Gamane (Case 5, older than 60 years, not gainfully employed) reported that 
sometimes the household ran out of food, but that did not give her the opportunity to 
ask for food from her neighbours since every woman is expected to provide for her 
own household:  
 
“If we do not have, we do not have, we do not go house to house begging for 
food mmhh (shakes head) …I do not want to go somebody’s homestead to 
report my hunger such that everyone in the community now knows that my 
family is hungry. I rather sit here with my hunger and poverty, my children will 
survive, they will live” 
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a.ii)  Category 2: Experienced physical effects because of poor health status 
that was physically draining 
 
For Ntombi (Case 5, 18 years old, Grade 7 out of school), living with HIV was mainly 
about experiencing the physical effects. Prior to her diagnosis, Ntombi experienced 
poor health status which resulted to poor performance at school.  
 
“Bengigula ngibe netilondza nje lamtimbeni vele tilondza lamtimbeni ngihambe 
ngiye esibhedlela bangijove kube ncono”. (I was sick, I had sores on my body, 
I would go to hospital and they will give me an injection, and it would resolve). 
 
“nasesikolweni nje bengingahlambuluki futsi bengingaphasi kahle benginga 
participate kahle bengingahlambuluki” (I was uneasy at school and performing 
very badly, I had no energy to participate in class). 
 
“Bengihlala ngekulala nje esikolweni nging participate vele nje 
ngingaphakamisi eclassini ngihlala ngekulala ngingacoci namuntfu nje” (I 
always slept in class, I did not participate in class, I did not talk to anyone). 
 
The physical effects caused her and her grandmother to make multiple trips to the 
clinical area as she outlines in the following except: 
 
“Ngumkhuhlane lengingawati kutsi uchamukaphi nalesifuba sihlala 
sibabuhlungu onkhe lamalanga ngihlale vele ngiya esibhedlela 
ngingahlambuluki emtimbeni ngigulela futhi” (I would have a common cold and 
my chest was always painful. I frequently visited the clinic. I was so sickly). 
 
For Gogo Gamane, her granddaughter’s diagnosis marked the beginning of constant 
travels to the clinic. She explained: 
 
“Then I started the up and down, up and down to the hospital, hey and they 
gave me the pills for TB, she took them and when she was halfway through 
the TB treatment, they gave her the ones for… for the disease.”  
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Gogo Gamane shared that she also experienced her own physical effects as a result 
of HIV care. She explained how she started experiencing cardiac problems whenever 
she thought of the effects that HIV had on her household: 
 
“It hurts in here (pointing at the chest), my heart goes into palpitations and it 
recovers on its own…ahh! I just keep quiet” 
 
a.iii) Category 3: Experienced side effects of medication for HIV 
 
Ntombi started with TB treatment before she was initiated on ART. Reflecting on the 
time when she first started taking treatment, Ntombi had this to say about her TB 
treatment:  
 
“Batsi angicale ngalamaphilisi eTB ngacala ngawo bekangifomisa nje kuphela 
angangishayisi ngesiyeti angifomisa nje kuphela mmhh” (they said I should 
start with the TB treatment, I started with them, I used to sweat, no dizziness, 
just sweating only) 
 
For the ARV drugs, Ntombi explained: 
 
“Ngala kulaweHIV nganatsa wona ngatsi manginatsa wona bekavame 
kuwanatsa njalo nje ntsambama mangiwanatsa bekangishayisa ngesiyeti 
ngiphatfwe nayinhloko. Bengitsi mangicedza nje kuwanatsa besese ngiyalala” 
(with the HIV pills, I take them every evening, and I experienced dizziness and 
headaches. I would sleep immediately after taking them). 
 
Constantly experiencing side effects made pill taking an activity that she did not look 
forward to. She timed her medications with sleeping so that she would not experience 
the feelings of dizziness. 
 
“Bengitsi mangicedza nje kuwanatsa besese ngiyalala but nyalo akasangenti 
lutfo sekangiphatsa kahle nyalo, sekute lokwentakalako.” (When I finished 
taking the pills I sleep, but now I don’t experience anything). 
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For her, the side effects of the medication were something she was expecting since 
the nurses warned her about adverse effects when she was initiated on ART. 
However, she did not know what to expect. This is what she had to say: 
 
“Angitfukanga kangako coz esibhedlela bebangitjelile vele kutsi kukhona 
latangenta kona lamaphilisi” (I was not surprised because they had told me at 
the hospital that the tablets will do something to me). 
 
b) Theme 2: Experienced support system 
 
This theme focused on the social support that Ntombi and her grandmother were 
receiving from the clinic, family and community at large.  
 
b.i) Category 1: Experienced clinical support through nurse-patient 
relationship 
 
Ntombi experienced tremendous support from the clinic staff. She was referred to a 
support group – the Teen club – where she found others who were of the same age 
and living with HIV. She gladly accepted the suggestion and joined the Teen club. 
 
“Ngaya esibhedlela phindze kulenye inyanga ngayo landza emaphilisi bafike 
batsi kune Teen club lapho ke kune lengitotfola khona labangangami 
labanatse emaphilisi nabo, ngaya kuTeen club ngativela nje ngimukelekile 
nami” (I went to the hospital for my refill and they told me that there is a Teen 
Club where I will find my age mates who are also taking the pills, I went to the 
Teen Club, and I felt welcome). 
 
Teen Clubs are an extension of the clinical services but mainly focus on social 
support, health education and life skills. Of utmost importance is that adolescents 
living with HIV have a place where they feel a sense of security and acceptance 
without being judged or stigmatised.  
 
“Ngafike ngahlala kucocwa nje ngeHIV ngativela ngimukelekile ngajabula futsi 
kutsi kunebantfwana labangangami ngachubeka ke ngafundza” (I went there 
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and I sat, they were talking about HIV, I felt welcome, I was happy with other 
children my age, I continued to learn). 
 
Reflecting on the contribution of the Teen club to her life, the adolescent had this to 
say: 
 
“Ngafundza kwahamba vele iminyaka basuka lapho solo nginatsa kahle 
emaphilisi ami ngiba ngu 100% mabangibalela esibhedlela ngiwanatsa kahle 
ngingawadoji bangikhetsa kuTeen club ngaba yileader nga ngase ngifundzisa 
bantfwana” (I learned a lot, years passed by and I was taking my pills very 
well, and my adherence level was at 100%. I was taking my pills well and they 
chose me to be the leader in the Teen Club and I started teaching children). 
 
The support she received from the Teen club empowered her to be adherent to her 
treatment and on that basis, she was selected to be the leader of the Teen Club and 
had to teach as part of her responsibilities. That heightened her sense of hope and 
the feeling of belonging and accomplishment.  
 
b.ii) Category 2: Experienced grandmother-granddaughter relationship that 
provided communication and emotional support 
 
Ntombi was privileged to have a family that supported her in her journey of living with 
HIV. Her family had experienced the devastating effects of HIV and therefore did not 
wish to lose another member to HIV. For her to receive family support, her 
grandmother had to disclose her HIV status to everyone in the family. She stated that 
she had an incident of anxiety related to the consequences of disclosure, however, 
she received warmth and support from her family. 
 
“Kona nakacala kubatjela Gogo ngativela nje ngimncane vela nje ngatsi nje 
ngangigubha umgodzi ngishobele ngingeva lutfo labatjela kona coz bengiva 
ngatsi ah mine ngeke ngisamukeleka kutsi batangitsatsa njani” (When my 
grandmother told them, I felt so small, I wished for the earth to open up and 
swallow me once and not hear what she is telling them or their response. I felt 
like I might not be accepted and be treated the same). 
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“Gogo wabatjela bonkhe lakhaya bonkhe bayati angisabi nje nasentsambama 
kunatsa emaphilisi ami…kute longihlekako” (My grandmother disclosed to all 
members of the family, all of them know, I am not afraid even in the evenings 
to take my pills…no one laughs at me). 
 
“Bengitivela vele name ngatsi nje angisiko comfortable but bangidvudvute 
nabo bangitjele kutsi akucali ngawe mzala kutawuchubeka nje imphilo 
utawuphila” (I felt uncomfortable whenever I was near my family members but 
they told me that I am not the first one to go through such but life will 
continue). 
 
“Bayasati simo sami futsi nabo bayangemukela abasibo bantfu 
labangicwayako. Nabo nje ba ba (stammering) bayatisondzeta kimi name 
ngitivele ngingumuntfu lophila njengabo nje lote lutfo njengabo,” (They know 
my status, and they accept me, they are not people who discriminate against 
me they (stammering) come closer to me and I feel like any other person who 
has no infection like them). 
 
Her cousins and some family members supported her in terms of adherence since 
they served as reminders, particularly at times when she visited her uncles and her 
grandmother was not available to perform the duty of being her treatment supporter. 
She explained: 
 
“Bonkhe nabosisi bami nje babo babe labancane nabobabelomkhulu bonkhe 
nabo bayati ngisho ngivakashile kute nje aba angibi nenkinga kutsi eish 
ngitawanatsa njani ke nyalo emaphilisi ami bonkhe bayati nje bangikhumbute 
‘sisteri sengiseven nyalo’ hawu ngivele ngente njalo nginatse emaphilisi ami 
ngingesabi lutfo” (All my cousins know, all those from my uncles households, 
everyone, even when I visit with them, I do not have a problem as to how I am 
going to take my pills, all of them know, they even remind me ‘sister the time is 
seven o’clock now’, and I just do as I am supposed to do, without any fear). 
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For Gogo Gamane, the family support she gets is not related to HIV caregiving but to 
the provision of food items for the family’s consumption. She receives food parcels 
from her son. The following quote reflects that Gogo Gamane’s son appreciate the 
need for good nutrition for someone who is on ART, hence the liberal provision of 
food items for the family. As a consequence, the family seldom experiences hunger.  
 
“The other is even further away at XX area. That is where we usually go and 
get our food supply from. So there at my son’s household, it’s the same, they 
are taking the pills as well, they are taking the ‘compral’ with the wife, jah, 
nothing” 
 
“Sometimes we do run out of food, but not too often. The mother to these two 
children sometimes buys food for us when she gets paid at her work place.” 
 
b.iii) Category 3: Experienced a lack of community support, fear of stigma and 
discrimination that led to the concealment of HIV status  
 
Lack of social support from the teachers at school remained a hurdle, especially 
when Ntombi had to go to the clinic for her blood tests since these were only carried 
out during weekdays. In the following passage, she witnessed a teacher making fun 
of a pupil who was asking permission to attend a clinic appointment. She made a 
mental note that she would not put herself in a similar situation and be made fun of in 
front of other students. In the excerpt that follows, she reiterates the teacher’s words: 
 
“Bothishela labanye kukhona nje bengifundza naye umtfwana wa watsi ucela 
kuyesibhedlela kulomunye thishela wabese sewuhlekisa ngaye watsi ‘hawu 
hamba uyotsatsa laboLaKhumalo bakho wena’” (With some teachers – there 
was once a student in my class who attempted to request for permission to go 
to the hospital and the teacher made fun of her and said ‘go and get your 
laKhumalo’ [derogatory name for ARV drugs]). 
 
This kind of behaviour and response from the teachers made Ntombi approach the 
clinic and request a Saturday clinic appointment for fear of being ridiculed in front of 
other students. 
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“Nami ngatsi mangifika esibhedlela vele ngacela kutsi babomane lilanga lami 
kube ngolumgcibelo coz ngeke ngikhone emkhatsini wemalanga ngisaba kona 
loko kutsi name ngitawutsi ngiyacela eclassini angibite ngalawo magama” 
(when I got to the clinic, I requested that my day should always be a Saturday 
because I will not be able to attend during weekdays because I fear that when 
I request for permission I might be referred to with those names). 
 
Gogo Gamane sometimes received assistance from a trusted community member in 
performing labour-intensive chores like weeding the fields and harvesting. The 
community assisted each other with these kinds of chores based on the 
understanding that each family had to deal with HIV in the past and are thus assisting 
each other to cultivate and have enough food provisions. The woman whom Gogo 
Gamane assisted, had her children die due to AIDS, which left her responsible for 
their orphans: 
 
“It’s an informal arrangement where we help each other with these tasks. They 
do come to my place also to assist me with the weeding. The woman there 
whom I assist is alone, all her children died of AIDS, and she was left with the 
grandchildren, so she usually requests my assistance with weeding the fields” 
 
b.iv) Category 4: Experienced reliance on a Higher Power 
 
In this category, Ntombi acknowledged the presence and power of God. Most 
children infected with HIV in utero or during breastfeeding do not get to 12 years old, 
the age at which she was diagnosed. She thus realised that God has been so kind to 
her: 
 
“Ngasho kutsi Nkhosi umukhulu wena, kuyenteka konkhe emhlabeni but wena 
Nkhosi uyangivikela imihla nemalanga” (I said God you are great, everything 
happens in this earth but you oh Lord protects me on a daily basis). 
 
At times Ntombi wondered why she was infected with HIV and though she does not 
receive an answer, she would speak to God about it: 
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“Mangithandaza ngiye ngibonge nje inkhosi kutsi ingigcinile ngiyaphila futsi 
kute intfo leyentekako ingakadalwa nami bekudaliwe kutsi ngitawutalwa ngibe 
ne HIV ngingafani nalabanye bantfwana” (When I pray, I usually pray that the 
Lord for keeping me alive, there is nothing that just simply happen without 
God. It was His plan that I will be born and be different from other children and 
have HIV). 
 
Gogo Gamane relies on the Higher Power as well. For her, the Higher Power worked 
well for her in times of distress when requests to neighbours may prove to be a 
fruitless endeavour. Instead of knocking on neighbours’ doors begging for food, Gogo 
Gamane reported her shortages to God as stated below: 
 
“I pray to God only and probably I will have something to eat by the evening, 
the phone rings from my son ‘come and get your share of food’ we go there, 
fetch our food and come back here” 
 
“My granddaughter is able to wake up take her pills, eat thin porridge, and eat 
porridge and okra. Is it going to hurt her in anyway? It won’t, God is there, she 
will live”. 
 
When she experienced the psychological upheaval related to losing children to AIDS 
and caring for a granddaughter living with HIV, she experienced reliance on 
supernatural powers:  
 
“I have accepted everything nurse, accepted everything (speaking slowly). 
Only God knows that…only He knows, He will see” 
 
c) Theme 3: Experienced psychological effects 
 
In the three categories under this theme, the participants described the psychological 
effects they experienced as it relates to HIV. The participants shared insights into the 
psychological effects in the passages that follow. 
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c.i) Category 1: Experienced poor acceptance of the HIV status 
 
At first, when Ntombi was still ill, she recollects events that took place before she was 
diagnosed with HIV. She stated that she was tested against her will since her 
grandmother just took her to the hospital. After the test results were shared, she 
experienced shock and disbelief, as well as emotional disturbances. 
 
“Gogo wagcine watsi asambe siyo testa ngeva buhlungu kakhulu 
bengingakujabuleli vele bengingakufuni wangiyisa ngenkhani esibhedlela 
ngahamba nga testa then bangitjela kutsi ngikanjani ngeva vele buhlungu 
kakhulu mmhh” (My grandmother said we should go and take an HIV test. I 
was not happy about that. She forced me to go there. So, I went and tested, 
and I was given my result. I was hurt, deeply). 
 
Reflecting on the feelings she had after the HIV diagnosis, she expressed feelings of 
worthlessness and her mind was not at rest.  
 
“ngativela nje angatsi angisasuye namuntfu lomukelekile kutsi angaphila 
ngeva nemphilo yami nje vele ngatsi seseyincane ngabatse ngibuka 
nebangani bami ah, batangicwaya ngesaba vele kunatsa lamaphilisi” (I felt like 
I was not being well accepted, and that life is not the same again. When I 
looked at my friends, ah I thought they would despise me, and I was scared of 
taking the pills). 
 
For Gogo Gamane, her granddaughter’s diagnosis of HIV did not come as a shock, 
but it was somehow confirmatory because she had observed the clinical 
manifestations in Ntombi from other family members she had taken care of in the 
past. It thus evoked some deep-seated fears for her as well as unresolved despair at 
caring for people afflicted with HIV. 
 
“I had already stayed with some who had the virus, my children, her uncles 
and aunts, they all died, they all died here, they were…. They had already 
delayed, it wasn’t showing what it was, it was mysterious, they all died” 
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“I just accepted it. I did not even feel pain, even the nurses talk to us 
sometimes to accept and encourage us…” 
 
c.ii)  Category 2: Experienced low social integration because of feelings of 
betrayal, isolation, loneliness, and suicidal ideation and lack of 
friendships 
 
As a school-going pupil, Ntombi had two best friends to whom she chose to disclose 
her HIV status. One of the friends accepted her, but the other did not. She 
experienced total rejection from that friend when she attempted to disclose her HIV 
status. Below she explains how it happened:  
 
“lolomunye samdiskhavela samtjela kutsi tsine sesiphila kanjani imphilo yetfu 
ikanjani waba nje nekusicwaya wacala lapho ke angasafuni kudla natsi 
esikolweni kani besiphakela ndishi yinye sidle naye sibhica naye wagcine 
sangaaafuni kudla natsi, sangasafuni kuhamba natsi sangasafuni kutsintsa 
lutfo kwetfu ngobe sekeve kusti sine HIV” (We disclosed to the other one that 
we are now living with HIV, and how our life is now. That is when she decided 
that she won’t sit with us or share the same plate and food with us, and even 
spending time with us. She didn’t want to touch any of our things because she 
heard that we have HIV). 
 
The rejection she experienced contributed to feelings of anguish and a loss of 
friendship: 
 
“loko ke kwasivisa buhlungu kakhulu but samcolela sabona kutsi akatenti naye 
usengakafundzi kabanti nge HIV sagcina sithulile till nanyalo solo sihamba 
soyitwo nengani wami samyekela yena” (That hurt us deeply, but we forgave 
her and we thought she is not doing this intentionally, she has no knowledge 
of HIV. We decided to keep quiet. We are just the two friends, and we had let 
her go). 
 
The grandmother mentioned that there were members of her family who died of HIV-
related illnesses and she had to care for them. When Ntombi came along and 
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required care as well, it flooded Gogo Gamane’s mind with the emptiness and 
anguish of losing children to death. 
 
“Even when my mind wanders and starts thinking about my granddaughter 
and my other dead children. I tend to come back to my senses and ask myself 
why am I even thinking about this?” 
 
c.iii)  Category 3: Experienced feelings of loss: grief, fear, stress, mistrust and 
worry about the future 
 
Ntombi blamed her parents for her HIV status. She believed that at the time she was 
born interventions were already available to protect a baby from acquiring HIV. As 
she was going through her own grief about living with HIV, she weighed in on her 
parents’ role in protecting her: 
 
“Ngiyabasola kakhulu batali bami coz kube bangivikelisa ngoba beselikhona 
vele leliphilisi lekuvikela ligciwane kumntfwana (coughs) asesesiswini 
ngatibuta kutsi ingabe kwentekalani vele nginako lokubasola batali bami” (I 
blame my parents because they should have protected me from infection 
since the pill was already there. I asked myself why they infected me. That is 
why I blame them). 
 
Though she blamed her parents, she was well aware that it was a losing battle 
because she would never have the answers she is looking for: 
 
“ngaba nalokutibuta kutsi ingani bakhona labanye bantfwana bayatalwa but 
bangalitfoli ngayangatibuta kutsi ingabe batali bami besebati yini ngekuvikela 
umntfwana kutsi angayitfoli iHIV but angiyitfolanga (clears throat) imphendvulo 
lapho ke coz bekute lebengitombuta bese bashone bonkhe” (I asked myself 
why me because there are other children who were born and did not acquire 
the virus. I asked myself if my parents knew about prevention of HIV infection 
to the unborn baby. I never received any response because there was no one 
to ask). 
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The fear of rejection and stigma from the community led to Ntombi’s decision to 
conceal her HIV status. She did not trust anyone from the community for fear of 
gossip and possible discrimination: 
 
“Emmangweni kute lowati simo sami kutsi ngikanjani” (Nobody knows about 
my status in the community). 
 
“Lokwenta kutsi ngingenti sabe kubatjela nglokutsi angibetsembi coz 
bangahambe nje bakhuluma noma ngangukuphi kugcine sengatiwa 
nguwonkhe muntfu lana kutsi mine ngiphila neHIV” (What makes me to be 
scared of people knowing about my HIV status is that I do not trust them 
because they can go around talking everywhere until everyone knows that I 
am living with HIV). 
 
She decided to employ some concealment strategies for her HIV status: 
 
“Kute nje ngiyathula. ok lokwenta kutsi bantfu bangati nje ngesimo sami 
ngulokutsi incumbi yabo abasiboni masiya kuTeen club… emaphilisi ami 
ngiwatsatsa ngeMgcibelo ngalelilanga lateen club kute nje lomunye 
losibonako naseclassini nje angisolisi kute losolako kutsi lona ngawuyaphi 
phindze” (I just keep quiet, ok the real reason why people do not know my 
status is that most of them do not see us when we go to the Teen Club…I get 
my tablets on Saturday on the day of the Teen Club, so no one sees us when 
we are in class. I do not look suspicious, and no one suspects where I am 
going). 
 
d) Theme 4: Experienced extended duty of caregiving role by grandmother 
 
Gogo Gamane experienced lack of choice in accepting caring responsibilities. She 
was given the child to take care of by one of her in-laws:  
 
“Nurse there is nothing I can do because I just accept the situation as it 
unfolds. I accepted the situation as it occurred. I also accepted the situation 
associated with the child. I didn’t know what to do, where was I supposed to 
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send her off to? I nursed her aunts and uncles here at home. I stayed with 
them. I sent them to hospital. I stayed with them here at home until they died” 
 
As a result, she experienced the burden of sole responsibility for care:  
 
“Oh nurse…there was nothing I could do (clears throat) this one is mine now; I 
started with her when she was down there very sick. I don’t think I could have 
afforded to throw her or chase her away, who can I give her to?” 
 
“I nurse her and will continue to nurse her and give her all the attention just 
like I did to her uncles and aunts.” 
 
She also experienced worry related to her granddaughter’s future: 
 
“She can suffer in life if I can do that. She will suffer if it happens that I die first, 
but when I am there it is ok.” 
  
“I went with her to St. Theresa’s clinic and they gave her pills for deworming to 
take because she looked so thin (inaudible) she had adverse reaction and 
then the bad cough, I continued to fight with her until she…” 
 
“Yes, nurse I accept everything, there was nothing I could do, nothing. She is 
mine and she is my burden” 
 
Gogo Gamane recollected how she spent sleepless night with her granddaughter’s 
failing health. She described the despair and anguish she experienced at that time as 
follows: 
 
“I remember one night I did not sleep. She was in pain, nurse she had sores 
all over the body right? I never thought we will make it to the morning. No, my 
heart had already started the jumping, jumping, jumping and I thought the both 
of us were going to die. You can’t dare go out at night and walk a long 
distance to go and ask for Panado from another homestead” 
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Caregiving can be a lonely endeavour, particularly when other family members are 
not available for psychological support which, in turn, heightens the burden of care. 
 
“There are no other family members in this home, we stay alone with the 
mother of these two young children, she works at Ntabamhloshana she comes 
back in the evening (coughing). We don’t have any other family members 
here” 
 
The burden of care somehow got reduced when Ntombi had a resolve of the clinical 
manifestations and got used to the clinic routine. Gogo Gamane experienced relief at 
her granddaughter’s independence: 
 
“When she finally was able to go to the clinic alone for refill I was freed.” 
 
“I am alone in this. I have conversations with myself and my heart just relaxes. 
Who can you share your burdens with, your pain? You keep it to 
yourself…more so because I am alone, all alone…silence” 
 
“I do not walk out of this home (pointing at the ground). I stay here. When I 
happen to leave this compound, I am only going around on my business of 
harvesting the Marula fruit and brew it.” 
 
She expressed feelings of helplessness in the situation: 
 
“Nurse, there is nothing I can do, nothing, I…my heart, unless I talk to it and 
try and soothe it” 
 
Despite all the effort and care she provided for her granddaughter, Gogo Gamane 
experienced a lack of appreciation from Ntombi: 
 
“Yes nurse, at times it hurts because now she sometimes behaves like I am 
nothing and then I remember all those difficult times when she was sick and I 
nursed her and I become appalled. This child has no idea where we come 
from, this child.” 
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d.i) Category 2: Experienced that the emotional support by the grandmother 
led to a deeper attachment to the granddaughter and the duty of 
counselling 
 
Gogo Gamane had stayed with Ntombi for a long time and they have developed a 
deep emotional bond. When Ntombi is away, her grandmother worries about her. 
Ntombi had decided she would go in search of a job after failing Grade 7. Gogo 
Gamane was not ready to accept Ntombi’s decision, as she outlines below: 
 
“When she is away, my heart will experience that same pain because I would 
not know what she is doing and how she is behaving. I would always be 
wondering who she is with, what she is doing, this and that” 
 
d.ii) Category 4: Experienced a burden of care for other family members 
living with HIV 
 
Gogo Gamane has experienced loss related to HIV in the past:  
 
“I nursed her aunts and uncles here at home. I stayed with them. I sent them 
to hospital I stayed with them here at home until they died” 
 
The grandmother and granddaughter had experienced a lot of hardships due to a 
lack of resources, physical effects of HIV and caregiving, negative psychological 
effects of HIV, and the burden of care.  
 
3.3.6 Case 6: Tholiwe 
 
3.3.6.1 Biographic and demographic data 
 
Tholiwe was an 18-year-old female adolescent living with HIV. She was single and 
had one child, a boy aged four years. She grew up in Mbabane and stayed with both 
biological parents and attended a private school in Mbabane. She remembered that 
her parents got very sick and died within one month of each other, with her mother 
dying first. She was in Grade 6 at that time. She was the youngest in a family of 
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seven brothers. She reported that she did not have a close relationship with her 
siblings because they were separated after the demise of their parents as the older 
siblings were fostered by different relatives and she was left in the care of her 
grandmother. The siblings moved from their parents’ house in Mbabane to the rural 
areas of Manzini region where their grandmother and the rest of the extended family 
stayed. After the death of her parents she did not have the opportunity to continue 
with her basic education, largely due to lack of funds which meant that her highest 
level of education was Grade 6. She had trouble adapting to the sudden loss of her 
parents and drastic change in living arrangement, as well as staying in a rural area 
after living in an urban area all her life. One of the things that had meaning for her 
and which made her feel good about herself was her relationship with a kombi driver 
who was servicing the routes close to her grandmother’s place. She had sexual 
relations with her boyfriend which resulted in the birth of her son and a diagnosis of 
HIV infection. She tested positive for HIV in 2013 at the age of 14 years and was 
initiated on treatment in 2014. Her regimen was changed to the fixed dose 
combination of Tenofovir (TDF) + Lamivudine (3TC) + Efavirenz (EFV), and she was 
content with it.  
 
The news of her pregnancy and HIV infection were the talking points of the 
community. She had no idea how the community got wind of her HIV status, but she 
was very annoyed about community members using her positive HIV status as a 
teaching point for their female adolescents.  
 
Tholiwe’s grandmother was Gogo Thomo, an elderly lady who was a homemaker. 
She was reported to be older than 60 years, since she did not know her exact age. 
She received an elderly grant and cultivated her fields to ensure that the family at 
least had maize meal. She started caring for Tholiwe immediately after the loss of her 
parents. All the other grandchildren were fostered by other relatives and Gogo 
Thomo remained with the younger one at the time – Tholiwe. Gogo Thomo was 
Tholiwe’s paternal grandmother. When her daughter-in-law, Tholiwe’s mother, 
passed away after a long illness, Gogo Thomo was scared and worried for her son 
who was also sick at that time. When her son died, Gogo Thomo felt like her world 
was coming to an end, since this son took care of her financially. She reported that 
she was still sad about the passing of her children.  
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Gogo Thomo reported that she had a difficult time when she first started taking care 
of her granddaughter who exhibited rebellious behaviour. However, as time went by, 
they got used to each other and their relationship improved.  
 
Following is a presentation of data relating to the experience of living with HIV for 
Tholiwe and the experience of the caregiving role by Gogo Thomo. 
 
a) Theme 1: Experienced quest to survive 
 
At the grandmother’s place, Tholiwe (Case 6, 18 years of age, Grade 6, unemployed) 
experienced challenges in developing strategies to raise transport money to attend 
clinic appointments. Tholiwe even resorted to stealing some change from her sister: 
 
“Sometimes ngiyaseva. Like ke uyati umuntfu nje yena makasebenta 
makasebenta tintfo tabo R5 tintfo letincane nje lakuye, uyabeka nje akhohlwe 
labo R5 maybe akuphe nginciphise lokunye lekumele ngikwente ngibeke 
lemali ngoba ngiyati kutsi ngitoyentani”. (Sometimes I try to save money. My 
sister is working so she does not really care about small change such as R5, 
so I take that into my saving tin. I also reduce some of the quantities of 
supplies when my grandmother sends me to buy groceries so that at least I 
have enough money for transport). 
 
The participant experienced financial challenges related to clinic attendance, 
especially when she was sent to visit her sister. Since she had not disclosed her HIV 
status to her, she had no explanation as to why she needed the money. 
 
“Inkinga lenkhulu kwaba ngulesikhatsi ngiyohlalahlala nasis leZakhele. So 
bekumele ngisuke khona ngite laclinic, kudulile ke, kani ngite nalemali, ngeke 
ngicele nakugogo. Bengingakhoni kucunga sibindzi ngimcele, bengitotsi yani 
lemali?” (But the main problem was changing the place of residence. At some 
point I would visit my sister at Zakhele, so if I have to travel from Manzini to 
here, it costs money, money that I do not have. I would not be brave enough to 
request the money from my sister. What would I say I needed the money for?) 
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Gogo Thomo (Case 6, older than 60 years, homemaker), living in the rural area 
meant that most often they would only have mealie-meal: 
 
“Sidla luhlata lana tsine mntfwanami. Insimu iyalikhipha ligusha siphila ngalo. 
Ngingayitsatsaphi nje mine inyama?” (We survive on wild vegetable here my 
child. We go to the field and get okra. Where can I get meat?). 
 
a.i) Category 1: Experienced a lack of provision for daily life because of the 
lack of resources 
 
For this participant, the main resources that were lacking were financial resources. 
She had been looking for a job for quite some time: 
 
“Kute lengingatsi lokungumsebenti lengistrait lengike ngikutfole ngaphandle ke 
kwale highway ngike ngasebenta esitolo kule highway. Then ngabese 
ngiyayekela…bawa ke labantfu. Bawa ngase ngiyayekela”. (I have nothing 
that I consider a job. I have worked at a shop along the highway, then I had to 
stop because the business collapsed). 
 
The adolescent does not see any other options to meet her financial needs: 
 
“Like ekhaya kini? Kuya ngalo kukhutsala ke lapho. Kuya ngekutsi ukhutsele 
yini, uyitayele yini nalentfo lofuna kuyenta cpz nawungimi nje ungu Tholakele 
ngitsi ngiyasuka ngiyolima ingadze …yemake! angati. angati mbamba shem 
sengingabona ngayo hhayi lengadze ingalima mine” (Gardening? it goes with 
energy. It goes with how much energy you have, and how familiar you are with 
it. As for me, I don’t know, I really do not know, I can see how it turns out). 
 
The grandmother was not gainfully employed, and she relied on her pension pay-out 
from the government and the money she received from her other children: 
 
“Lomntfwana lona phela ngitikhulisele mine, wondliwa ngimi. Nami 
bayangiphosa labo-anti bakhe besengiyahlephula ke siyaphila. Angitohi nesi, 
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bulukhuni ngolobo nje nasekute ngisho kwekushiba” (I have raised this child, 
she is my responsibility. Her Aunts sometimes give me money and I share with 
her, and we live. I am not working nurse; the difficulty comes when we have no 
relish at all). 
 
a.ii) Category 2: Experienced physical effects because of poor health status 
was physically draining 
 
In this category, Tholiwe explained that the physical effects of HIV were mild, 
although at some point she thought she was going to die. She explained: 
 
“Like njengoba besengishito kwaba yi issue kweskhashanyana. Kwaba nje 
kugula kwesikhashanyana ngicabanga nje kutsi nemnyaka akaphelanga then 
ngabuyela ngaba nguXX nje ngabuyela ngabangulo XX bengisolo nginguye 
nje naba nje solo nginabo. Bengiweak ngendlela lesimanga, bengicabanga 
kutsi ngitakufa. Bekulukhunu kusala ngedvwa lakhaya ngobe bekute 
lotangisita, bonkhe basemsebentini, gogo mdzala, abeya ensimini phindze 
abuye atongihlola” (I was so sick at some point for close to a year but then I 
recovered. I was very weak, and I thought I would die. It was difficult to remain 
here at home alone since I had no one to assist me. All my siblings are 
working, and my grandmother is elderly. She had to divide her time between 
working in the fields and checking on me). 
 
For Gogo Thomo, having an acutely ill family member meant that she had to do all 
the chores, weed the fields and take care of the ailing individual, which led to 
exhaustion: 
 
“hee nesi! Wagula lomuntfu lo! Nangu phela angimhlebi, wagula alele 
nakuphansi. Ngimi ke loya ngivuke ngigojotise tindengane, nayo nensimu 
likhula litse bhememe. Ngibuye njalo ngitohlola. Kudzinwa gogo!” (This child 
nurse, got sick, very sick. She is here, I am not gossiping about her. She was 
lying down here. I would wake up, prepare thin porridge, go to the fields and 
come back and check on her. I was very tired). 
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Physical drain affected both the grandmother and the female adolescent. The next 
category describes the side effects of HIV medication. 
 
a.iii) Category 3: Experienced side effects of medication for HIV 
 
The participant experienced moderate side effects related to HIV medication. She 
explained that the nurses made her aware of the possibility of side effects: 
 
“Kulawa umangitocala lo two days nje like utsi umasowanatsile uve uphetfwe 
siyeti ufoma, uva ngatsi ungahlanta tintfo letinjalo kwenteka lo two days and 
bebangitjelile nala kutsi kungahle angente tintfo.” (When I started the 
treatment, I think I was only 2 days into the treatment I would feel dizzy, 
sweating and feel nauseous and this continued for a long time, they had told 
me at the clinic that such would happen). 
 
b) Theme 2: Experienced support system 
 
In this theme, Tholiwe explains and describes both the availability and lack of a 
support system. For instance, she was not expecting her friendship to her only friend 
to remain positive after she decided to disclose to her. She explained: 
 
“Kwanyalo ngiseyibone ngazutsi iright kwanyalo coz akusiko …usete sikhatsi 
lesidze akwati loku, uyeta ke sicoce.” (For now, I think my friendship is alright, 
for now…she hasn’t known this for a long time, she is showing support and 
acceptance. She comes by to see me and chat with me). 
 
b.i) Category 1: Experienced clinical support through nurse-patient 
relationship 
 
The participant reported that she experienced inadequate clinical support from health 
care workers. She mentioned that the nurses at the clinic did not show any interest in 
her as an individual, they just did their work. She explained: 
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“Cha angiwati ke ema advise abo ngabe nginemanga and kute nje lengake 
ngatsi may be ngake ngakutfola kibo. Lengikutfola kibo nje maphilisi abo. kute 
nje kucoca. Sicoca ngemadates ekubuya nje kuphela noma ute utotsatsa 
ingati nemaresults. Nako ke kucoca lesikucocako. Kute nema suggestions 
lengingaba nika wona”. (No, I have never received any advice from them, I do 
not want to lie. The only thing I get from the nurses here is the tablets nothing 
more. We do not even talk about how I am doing, No. The only thing we talk 
about are return dates, dates for blood collection and results, nothing more).  
 
The explanation about the lack of care and interest on the part of the nurses may 
have been multifactorial. Tholiwe explained the lack of care by stating: 
 
“Mine inkinga yami angikhoni kukhuluma nemuntfu lodvwalile; mbamba shem 
ngaphandle kwekudlala. Mine ngiyangawe, ngiyangwae wena lengikhuluma 
nawe nangabe utoba hard name I can be hard like you. Nangabe utaba soft, 
ngitaba soft nje nawe, nangabe ugrand name ngitaba...ngiya ngawe vele”. (My 
problem is I can’t talk to someone who is proud, seriously, without joking. My 
behaviour is determined by the person I talk to, if you are difficult, I will be 
difficult like you. If you are soft, I will be soft also, if you are alright, I will be 
alright just like you). 
 
b.ii) Category 2: Experienced grandmother-granddaughter relationship that 
provided communication and emotional support 
 
This grandmother and granddaughter did not initially have a close relationship, as 
evidenced by Tholiwe hiding her positive status from her grandmother for three 
years: 
 
“Gogo ngimtjele, 2015/16 lapho nje sengina 3 years ngati ngesimo sami 
sengati”. (I only told my grandmother about my HIV status after 3 years). 
 
She explains the reason as follows: 
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“Gogo weta nemuntfu langamati either ngumngani wakho noma yini lakuwe 
umchazela ngawe nje njengokuba unjalo like nangabe awuva nje utsi 
Uyabona ke loTholakele lo akeva wenta naku nanaku nanaku kepha 
angicabangi kuti yintfo langake sekayisho leyo lena” (But with my 
grandmother, when you come with a visitor at home, she is going to tell 
him/her everything about anything or anyone, not keeping in mind what should 
be kept in secret, that is why I took long to tell her. I was still gathering the 
courage to). 
 
The grandmother was not pleased with what her granddaughter had done: 
 
“Wagula lomntfwana yenesi, wagula lo… manje ke nami salkukati angati yini, 
ngitsi yelababe umnftwanemntfwanami kwentenjani nebakitsi?” kani umuntfu 
ugubudzise nendzaba…hawu ngamala kwekufa” (This child was so sick 
nurse, she was sick. So as an elderly person, I was confused and worried 
about my granddaughter, yet she knew all along). 
 
b.iii) Category 3: Experienced a lack of community support, fear of stigma and 
discrimination that led to the concealment of HIV status  
 
Tholiwe explained that the community does not show her any support, thus she 
experienced fear of her HIV status being discovered by some community members: 
 
“Bayakhulumana bantfu bangalana, bayakhulumana futsi mbamba bantfu 
bangala, futsi kakhulu angifuni nje kutjela muntfu.” (People in this community 
can talk, they can talk so much. That is why I do not want to tell anyone). 
 
The participant mentioned how she was disappointed when other members of the 
community, particularly women, would use her as an example when talking to their 
female children: 
 
“Kukhona lomake loweva ngami, angati njani kepha bantfwana bakhe uvele 
abatjele kutsi batiphatse kakhle bangafani name lowatala waphindze 
wabhanselwa ngeligciwane”. (There is this woman who got to know about my 
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status, so she tells her children to behave well and not be like me who fell 
pregnant and on top of that got HIV). 
 
Based on the scenario described, Tholiwe was highly selective of the people who 
were supposed to know her HIV status: 
 
“Kute ke lomunye…ngatjela XX (friend) nagogo ne boyfriend yami nje 
kuphela”. (I told no one else, I only told my grandmother, XX (friend) and my 
boyfriend). 
 
To maintain the privacy of her status, the participant experienced the need to develop 
concealment strategies with her family members: 
 
“Banaketfu angihlali nabo bahlala eMbabane ekhaya bayeta nje baphindze 
bahambe ngiko ngikhona nje kungabatjeli coz vele angi full time nabo then 
nasisi angifull thami naye uyavuka ekuseni aye emsebentini utfole kutsi maybe 
utobuya ngakusasa or utobuya ma-late so suke kadze ngiwanatsile nje 
emaphilisi ami. Akwenteki yena avule sikhwama sami licala kungabakutsi 
kukhona lengikukhandzile lokuso so sekungabe ngulesikhani sengingamtjela 
then nakwentekile.” (Ok, as for my brothers, they stay in Mbabane, they only 
visit home once in a while so I spend less time with them thus there is no need 
for them to know. My sister is working and only comes home very late, so by 
the time she comes back, I would have taken my pills, and more so I keep my 
pills in my handbag and she has no reason to go through my bags). 
 
The fear of stigma and discrimination led Tholiwe to have difficulty in disclosing her 
HIV status to her partner: 
 
“Inkinga lenkhulu bekukutjela my boyfriend.” (Maybe where there is a problem 
is with disclosure to the boyfriend). 
 
Tholiwe also experienced fear of negative outcomes related to the disclosure of her 
HIV infection: 
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“Ngulapho ke besekufika kubayinkinga khona kutsi if lomuntfula ngitomtjela 
kanjani?” (The main problem is how do I even tell him, where do I start?). 
 
After worrying for a long time and pondering if her partner would accept her with a 
positive HIV status, she was surprised to discover that he accepts her: 
 
“Ngazama tindlela tekwekutsi ngimtjele but ngatfola kutsi akanandzaba uya ku 
accepter loku” (I tried multiple ways to tell him but I found that he doesn’t mind, 
he accepts this). 
 
b.iv) Category 4: Experienced reliance on a Higher Power 
 
In this case, the grandmother expressed that it is God only who knows about this 
disease: 
 
“Sesiyawutsini nje yemntfwanami? Kute mani, awu kute mani. nguSimakadze 
kuphela lowatiko yemntfwana.” (What do we have to say my child? Nothing, 
nothing. Only God knows). 
 
Although Gogo Thomo believed that God knew it all, she could not help but feel sad 
that she had to lose children to HIV-related diseases: 
 
“Kodvwa Simakadze lentfo wayivumela yatohlaba lakami? Solo ngaba 
buhlungu ngebantfwabami mine, hha!” (God allowed this thing to take my 
children. I am still sad about my children). 
 
c) Theme 3: Experienced psychological effects 
 
This theme addresses the negative psychological effects of living with HIV for the 
female adolescent and her grandmother. For Tholiwe, constant worrying was related 
to dating. Navigating the dating world also brought forth some continuous concern 
related to the transmission of HIV to her partner: 
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“Angitsandzi kutsi ke bese sengiyamniketa intfo lengatitfolela yona then bese 
senginiketa yena like sengiyamfunta Letfo leyo…naye akatitfolele yena lela 
atatitfolela khona hhayi kutsi ayitfole kimi” (I would not like to see him HIV 
positive. I would not like to give him something that I got myself out of my own 
behaviour. I always think about that, always). 
 
For the grandmother, negative psychological effects were related to her 
granddaughter’s future welfare: 
 
“Nangitsi gonco mine, utawusala nabani lo? Ligciwane lamemuka uyise 
lomntfwana.” (If I die, who will take care of her? HIV took away her father). 
 
c.i) Category 1: Experienced poor acceptance of the HIV status 
 
This category describes the life experiences of Tholiwe in relation to the acceptance 
of her positive HIV status. She explained that she had a lot on her mind when she 
discovered that she was living with HIV: 
 
“Nekutsi uvakanjani nje nekucabanga kutsi eish senginatsa emaphilisi labanye 
bantfu abawanatsi maybe nginebangani bami maybe bona abawanatsi bese 
ngiva ngazutsi ngiyagongonyeka” (As to how you feel and thinking about the 
fact that you are now taking the pills yet some people are not taking them. My 
friends are not taking them, so I feel like I am uncomfortable). 
 
She shared that it took her a long time to accept her HIV status: 
 
“Loku accepter kwangitsatsa sikhashanyana close to a year kutsi ngi accepter 
nje kutsi like serious veke senginalentfo le mbamba mbamba and 
ngiyitsatsaphi but ngagcine ngi acceptile” (The acceptance took a long time. I 
was so hurt with the diagnosis for close to a year…I was asking myself really 
really I am now living with this thing?). 
 
“Kute lowangisita…ngatisita mine (laughing) like lokutitjela nje lokutsi 
nomangabe ngiba worried kutosita ini coz seku vele kwentekile ngeke 
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kusashintja. Sekumele sala ngimukela kutsi nyalo from now onwards ngiphila 
kanjani kunekutsi ngiwarishe kutsi sekuvele kunentfo lenje lengeke isashintja”. 
(Nobody assisted me, I assisted myself. I told myself that worrying will not 
help, my status will not change, I just have to accept that from now onwards I 
live like this, there is something that won’t change). 
 
For the grandmother, the shock of hearing about her granddaughter’s HIV status was 
too much for her to handle: 
 
“Bengingalali nesi. Uyise nemalukatana batsatfwa ngiyo lentfo. Nalomntfwana 
ke nyalo” (I had sleep disturbances nurse. My son and the daughter in law 
died from this thing, and now the child also). 
 
c.ii) Category 2: Experienced low social integration because of feelings of 
betrayal, isolation, loneliness, and suicidal ideation and lack of 
friendships 
 
While most female adolescents complained about a lack of friendships, Tholiwe had 
a friendship which did not change because of her HIV status. When she disclosed to 
her friend, she was sure her friend would change her attitude towards her: 
 
“Waba like ‘hhawu!’ kepha ke ngeke sesehlukaniswe nguloku ngoba name 
angati kutsi ngalelinye lilanga mhlambe ngitohamba ngikutfole loku, uyabo?” 
(She was shocked but then said we won’t be separated because of this 
because I do not know what may befall me one day). 
 
c.iii) Category 3: Experienced feelings of loss: grief, fear, stress, mistrust and 
worry about the future 
 
Lack of trust in people sharing the news of her HIV status, even among family 
members, was evident: 
 
“Mmhh… lona ngusisi wami ngamake lomncane. Manje nje lomuntfu vele loyo 
kumalula kukhuluma kwakhe ngoba akasiye wakitsi. Ngiye ngibe naloku kutsi 
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utosuke ahambe angindlala yonkhe lendzawo yabo kantsi ungatfola kutsi vele 
loko mine angikufuni” (mmhh, this is my sister in the sense that she is a 
daughter to my aunt. So, it may be easy for her to talk about me because she 
is not my real sister. I always fear that she may go around telling everyone, yet 
I do not want that). 
 
The lack of trust also extended to members of the church community. She 
experienced tremendous distrust of the church congregation and felt the need to hide 
her HIV status: 
 
“Kute ke lengike ngamtjela esontfweni. abasiyo ifamily yami ke bona, ngeke 
bangisite ngalutfo noma bangangati. kungangati kwabo nekungati kwabo 
kuyafanana nje ngeke baze bangisite ngalutfo”. (I haven’t disclosed my status 
to any one at church, they will not help me with anything anyway. They are not 
my family). 
 
She had no trust in people at all: 
 
“Inkinga yemuntfu yinye nje. umuntfu akasiye Nkulunkulu (laughs). Umuntfu 
uyashintja, uyashintja umuntfu futsi akhulume emvakwaloko. Angifuni nje 
bantfu bangibuke ngatsi sengiyini nje”. (The problem is that people are not 
God. They change and in their changing, they can expose my HIV status and I 
am not ready for people who are going to look at me like I am abnormal).  
 
d) Theme 4: Experienced extended duty of caregiving role by grandmother 
 
In this theme, Tholiwe and her grandmother discussed adherence support and the 
emotional support they give each other. The theme also focuses on the protective 
role that the grandmother played towards her granddaughter who is living with HIV. 
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d.i) Category 1: Experienced adherence support through medication 
reminders 
 
Gogo Thoma expressed her disappointment at Tholiwe for not telling her about her 
HIV status earlier. She felt that Tholiwe denied her a chance to be fully involved in 
her care. She described: 
 
“Wangifihlela lomntfwana nesi. Wafihla indzaba lenkhulu.” (She hid the news 
of her status from me. She hid such important information). 
 
The duty to care was aroused in the grandmother the moment she heard about the 
status: 
 
“Nyalo ngibuta ngibutile kutsi sewunatsile yini. Noma angadzinwa ngimi” (I 
always ask if she has taken her pills. Even if she can get tired of me). 
 
d.ii) Category 2: Experienced that the emotional support by the grandmother 
led to a deeper attachment to the granddaughter and the duty of 
counselling 
 
Though the grandmother and granddaughter had a challenging relationship at first, 
the female adolescent alluded to the fact that she can now relate better to her 
grandmother: 
 
“Bengingametsembi mine gogo. Ngitsi utotjela bantfu, bonkhe 
bobabelomncane nabomamncane. Wathula nje gogo. Nyalo siyacoca 
nagogo”. (At first, I didn’t trust my grandmother. I thought she was going to tell 
everyone in the family – my uncles and aunts. She kept quiet. Now we talk 
with grandmother). 
 
The grandmother was pleased that her granddaughter was now healthy. She wishes 
for her to stay that way: 
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“Ngiyakhuluma naye mine lo ngisho ngitsi phela yena sewuphila ngekwati 
kutsi yebo umhlaba sewaba mubi” (I do talk to her and let her know that now 
she is living with the knowledge that the world is not a safe place). 
 
d.iii) Category 3: Experienced protectiveness in day-to-day care 
 
The protectiveness in this category related to the grandmother’s attempts to keep her 
granddaughter’s diagnosis private in order to shield her from community members: 
 
“Ngavele ngalala etikwayo lendzaba yalomntfwana. Yonkhe lemiti 
kunetindzaba takhona gogo, bantfu bayathula. Nami ngayitfukusa” (I kept this 
information very safe within me. All these homesteads you see, there are 
some issues within, and people keep them secret. I hid it too). 
 
3.4 FIELD NOTES 
 
3.4.1 Case 1 
 
The female adolescent, Simile was uncomfortable at the beginning of the interview. 
She spoke in a soft voice, wringed her fingers and avoided eye contact with the 
researcher. As the interview progressed, she warmed up and started talking in a 
sweet girly voice. However, she was keen to look out the window to ensure that no 
one was listening in on the conversation. She was emotional during the interview 
when she was discussing how she feels unfairly treated and excluded by her aunts 
and cousins. 
 
The grandmother was at ease during the interview. She spoke freely about the 
challenges that she experienced while caring for female adolescents. The interview 
session was interrupted once by a call from her daughter who stays in Mbabane. 
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3.4.2 Case 2 
 
Thandekile had a beautiful smile but she was tearful during most the interview. She 
cried when she described the betrayal she experienced when her aunt disclosed her 
HIV status. 
 
The interaction between the female adolescent and the grandmother indicated a 
deep attachment. Although the grandmother showed signs of ill health, she was easy 
to talk to and had a calmness about her. She was walking with the aid of a walking 
stick and needed assistance to sit down and stand up. 
 
3.4.3 Case 3 
 
Nokulunga was found in the company of her aunts and uncle on the day of the 
interview. She had a happy demeanour. She preferred being interviewed in the 
presence of her grandmother. She cried when her grandmother was explaining how 
she got to live with her. The grandmother explained that Nokulunga is an emotional 
child who cries easily. Both grandmother and granddaughter were comfortable during 
the interview which was conducted in one of the round huts in the homestead. 
 
3.4.4 Case 4 
 
Phephisile is a fearful child. She was scared to talk to the researcher at first. The 
researcher tried to create rapport with the female adolescent, but she did not warm 
up easily. After some extended moments of silence, she explained that she did not 
like discussing HIV because it reminded her of where she came from with the 
disease. She looked unhappy for most of the interview. 
 
The grandmother was a fit and healthy-looking woman who looked a bit exhausted 
on the day of the interview. She avoided eye contact and did not talk a lot, but she 
engaged in a conversation with the researcher. 
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3.4.5 Case 5 
 
Ntombi was found seated by the road waiting for the researcher who got lost on the 
way to the homestead. During the brief walk to the home, the female adolescent and 
the researcher talked and created rapport. By the time the interview started, the 
female adolescent was comfortable and engaged in the conversation with the 
researcher. She used a lot of hand gestures during the interview. She had a moment 
of silence when she discussed how she blames her parents for infecting her with HIV.  
 
When the researcher returned for the grandmother’s interview, it was reported that 
the grandmother was busy collecting Marula fruit from the fields. The grandmother 
requested the researcher to come and assist so that she could spare some time for 
the interview. The researcher used this moment to create rapport with the 
grandmother. The researcher and the grandmother had a pleasant interview session 
seated on a grass mat under a tree in the family compound. The grandmother’s 
attention was divided though as she was also looking after two young children. The 
grandmother coughed a lot during the interview session. 
 
3.4.6 Case 6 
 
For most of the conversation, Tholiwe spoke calmly and was able to express herself 
clearly. However, she spoke with anger at some points during the interview, 
particularly when she described how some women used her as an example when 
teaching their female children about acceptable behaviour. 
 
The grandmother had a welcoming attitude. She spoke with warmth and acceptance 
of her granddaughter. 
 
3.5 CONCLUSION 
 
In this chapter, the focus was on the presentation of the findings from the multiple 
case studies of female adolescents living with HIV and their grandmothers caring for 
them. The findings were validated with direct quotations from the raw data. The 
findings indicated that female adolescents living with HIV and their grandmothers 
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who care for them experience a quest for survival amidst all the challenges they face. 
The physical effects of HIV were experienced by both the female adolescent and the 
grandmother in different ways. The female adolescents also experienced adverse 
effects related to ART. The psychological effects of living with HIV, which includes 
low social integration, poor acceptance and emotional effects, are all interlinked and 
affected both the female adolescents and their grandmothers. The grandmothers 
also experienced the extended duty of caregiving, albeit without the availability of 
family and social support. 
 
The researcher will focus on the creation of one voice from the raw data through a 
cross-case validation report and literature control in the next chapter. The cross-case 
validation will facilitate a clear understanding of the experiences of living with HIV 
among female adolescents, as well as the experiences of grandmothers caring for a 
female adolescent living with HIV. A literature control will be done to recontextualise 
the study findings within the existing body of knowledge. 
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CHAPTER FOUR 
CROSS-CASE VALIDATION REPORT AND LITERATURE CONTROL 
 
4.1 INTRODUCTION 
 
The focus of the previous chapter was on the presentation of the findings from the 
multiple case studies of female adolescents living with HIV and their grandmothers 
caring for them. The raw data of the interviews and the field notes were presented in 
themes and categories that emerged from the analysis. The findings were validated 
with direct quotations from the raw data. In this chapter, a cross-case validation 
report of the six cases will be presented. The cross-case validation will facilitate a 
clear understanding of what constitutes the experiences of living with HIV among 
female adolescents, as well as the experiences of caring for a female adolescent 
living with HIV. The literature control was undertaken to recontextualise the study 
within the existing body of knowledge.  
 
4.2 DISCUSSION OF THE FINDINGS 
 
From the study data, four themes and accompanying categories were identified. The 
themes captured the different experiences for each case. The data focused on the 
experiences of female adolescents living with HIV and their grandmothers who care 
for them. Table 4.1 presents a summary of the themes as derived from the case 
study data. 
 
Table 4.1: Overall summary of themes and categories that were identified 
Themes Categories 
1. Experienced quest to survive 1.1. Experienced a lack of provision for 
daily life because of the lack of 
resources 
1.2 Experienced physical effects 
because of poor health status that was 
physically draining 
1.3. Experienced side effects of 
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Themes Categories 
medication for HIV 
2. Experienced support system 2.1 Experienced clinical support through 
nurse-patient relationship 
2.2 Experienced grandmother-
granddaughter relationship that provided 
communication and emotional support 
2.3. Experienced a lack of community 
support, fear of stigma and 
discrimination that led to the 
concealment of the HIV status 
2.4. Experienced reliance on a Higher 
Power 
3. Experienced psychological effects 3.1. Experienced poor acceptance of the 
HIV status 
3.2. Experienced low social integration 
because of betrayal, isolation, loneliness 
and suicidal ideation and lack of 
friendships  
3.3. Experienced feelings of loss: grief, 
fear, stress, mistrust and worry about the 
future 
4. Experienced extended duty of 
caregiving role by grandmother 
4.1. Experienced adherence support 
through medication reminders 
4.2. Experienced that the emotional 
support by the grandmother led to a 
deeper attachment to the granddaughter 
and the duty of counselling 
4.3. Experienced protectiveness in day-
to-day care 
4.4 Experienced a burden of care for 
other family members living with HIV 
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Colour codes: female adolescent = blue, grandmother = green, both female adolescent and 
grandmother = purple 
 
In the passages that follow, each theme and accompanying categories will be 
discussed and supported with literature. Cross-case validation allows for the analysis 
of case study research and pays particular attention to the similarities and 
differences of the individual cases to heighten the understanding of the experiences 
(Heale & Twycross, 2017:1). The similarities and differences between the case 
studies provide an important influence between the cases (Silva & Merces, 
2018:1197). This means that it allows the researcher to make generalisations based 
on the commonalities within these cases, which further contribute to the 
generalisations the researcher may come up with. 
 
In this study, the analysis focused on the experiences of female adolescents and 
their grandmothers who care for them. Therefore, the cross-case validation report 
will describe the general experience of living with HIV and caring for an HIV-positive 
adolescent across the six cases, even though the details within each case may 
differ, with supporting literature. 
 
4.2.1 Theme 1: Experienced quest to survive 
 
Theme 1 relates to the need to survive for female adolescents living with HIV and 
their grandmothers caring for them. It describes how both the female adolescent 
living with HIV and the grandmother experience challenges associated with the lack 
of resources, physical effects as a result of HIV-related symptoms, and side effects 
of the medications. This theme is an integral part of the six multiple case study 
database, as participants struggled to organise scarce resources such as money and 
food. 
 
4.2.1.1 Category 1: Experienced a lack of provision for daily life because of the 
lack of resources 
 
Female adolescents living with HIV and their grandmothers caring for them were 
confronted by day-to-day deficiencies due to a lack of resources. Everyday living 
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was a continuous process whereby the female adolescent and the grandmother 
faced the realities of lacking critical resources. In the HIV management sector, 
before the practice of differentiated care, monthly hospital visits were a requirement 
to ensure satisfactory treatment progress (Swaziland HIV Guidelines, 2018). All 
participants lived far away from the health centres and they struggled financially to 
cover transport fare to and from the clinic. Participants talked about having to walk a 
significant distance early in the morning to the clinic, particularly on days when 
money was not available. 
 
Amidst the financial challenges, female adolescents were keen to maintain a good 
adherence level on their ARVs and thus would devise the means to ensure they did 
not miss their clinic appointments. In the case of Tholiwe, she shared that at times 
she would steal a few coins per day from her sister in preparation for transport fare. 
Even though she realised that this was not acceptable behaviour, she struggled to 
ask her sister – who was employed – for transport fare because she and her 
grandmother decided not to tell anyone else in the family about her HIV status. 
 
In Thandekile’s case, it was a deliberate decision by her grandmother to enrol her in 
a health facility further away from where they stayed due to her lack of trust in the 
local healthcare workers and clinic support staff. However, this decision had financial 
implications for both Thandekile and her grandmother who had no financial income 
apart from the elderly grant pay-out. Although Thandekile’s parents were both alive, 
she received no support from them. Hence, she had to walk a long distance to get to 
the clinic for her ARV refill.  
 
As articulated by Simile, Nokulunga and Phephisile, the distances to the clinic were 
too great and they experienced fatigue after undertaking the long journey. For all the 
participants, clinic appointments were a source of stress because of their lack of 
transport money. Money was seldom available for transport and when it was, they 
only took public transport in the morning to be on time and skip the queue; they still 
had to walk back home. 
 
Research indicated that such long distances coupled with lack of transport fare can 
be a deterrent to ARV adherence among people living with HIV (Shigdel, Klouman, 
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Bhandari & Ahmed, 2014:113). Though focusing on adults and adherence, Shigdel, 
et al. (2014:113) reported that costs and travel times to ART centres were commonly 
cited factors affecting adherence to ART. In another study conducted by Shabalala, 
et al. (2016:14) on rethinking the context of the family in the HIV epidemic, it was 
found that many families caring for adolescents living with HIV find themselves in 
fragile economic circumstances that directly impact on treatment trajectories when 
fares for transport to the clinic are not available. The study revealed that the most 
vulnerable forms of families are the skipped-generation families, as in this current 
study, where unemployed grandparents, mostly recipients of the elderly grant, care 
for their orphaned grandchildren.  
 
Food was generally the main item required on a daily basis. The unavailability of 
food was a crisis that confronted all the participants across the multiple case studies. 
Female adolescents in the case studies spoke of the difficulty they faced when they 
had to take their medication on an empty stomach due to the lack of food. They were 
also aware of the adverse effects of taking the drugs on an empty stomach. 
Participants reported feeling dizzy, abdominal disturbances, as well as nausea. As a 
result, female adolescents reported a disinclination in taking the medication on an 
empty stomach. In a study by Coetzee, Kagee and Vermuelen (2011:147) on 
structural barriers to adherence on ART in resource-constrained settings, findings 
indicated that food insecurity as a function of poverty emerged as a barrier to pill 
taking. Their participants also reported a reluctance in taking pills on an empty 
stomach. This led to disruptions in the regularity of doses due to hunger. 
 
Even though the lack of food was harsh and often unbearable, grandmothers 
preferred holding their ‘ability-to-provide posture’ and refrained from requesting food 
parcels from neighbours. For them, knocking on people’s doors equated to the public 
disclosure of their granddaughter’s HIV status since community members were not 
inclined to assist if the full details of the circumstance were not provided. As primary 
caregivers, grandmothers explored other means of providing for their households in 
order to promote survival. According to Demmer (2011:873-879), in a study focusing 
on the experiences of families caring for an HIV-infected child in KwaZulu-Natal, 
South Africa, caregivers are typically very poor and focus their energies on living 
day-to-day. Findings also reveal that money and nutritious food was a constant 
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preoccupation and source of stress. Similar to this current study, the grandmothers’ 
common source of income was the elderly grants which they used to buy a few 
household necessities. Similarly, a study by Lentoor (2017:3) on caregiving in the 
context of HIV showed that lack of financial resources and financial support was 
something that caregivers confronted on a daily basis and presented a major 
socioeconomic stressor. 
 
Grandmothers in this study were all primary caregivers of the female adolescents 
living with HIV as well as the breadwinners for their households. The unemployment 
status of the grandmothers automatically placed them in a position of frustration and 
difficulty when it comes to financially providing for their households. The added 
expense of the monthly transport fare to the clinic increased the expenditure of the 
household, which thus necessitated cutting back on other household necessities. 
This was particularly the case in households where there was more than one female 
adolescent living with HIV. This was the story in the household of Simile and 
Nokulunga’s grandparents. Without financial support, many families in Lentoor’s 
(2017:3) study also struggled to make ends meet.  
 
In addition to taking care of the female adolescent living with HIV, grandmothers 
were challenged with maintaining the health of the female adolescent. As shared by 
Nokulunga’s grandmother, when they had nothing to eat, they just went to the field to 
pick wild spinach and used it as a relish. She was aware that her granddaughter had 
to eat before taking her medication. Bejane, Havenga and Aswegen (2013:76) found 
that caregiving in HIV is complicated by the special needs that children living with 
HIV have. These include adequate nutrition, taking meals before administering 
medication and frequent trips to the health facility; all of which demand financial 
resources and the caregivers would pinch from their pension grant. Lentoor (2017:3) 
also reported that caregivers in the context of HIV experience a challenge with 
meeting the nutritional needs of the children due to lack of resources. 
 
Another study by Nong, Mothiba, Malema and Bopape (2015:89-101) in Limpopo, 
South Africa, concurs with the findings of this study. Their results indicated that 
participants caring for children infected with HIV struggled financially and largely 
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relied on their pension pay-outs from the government. Similar to this current study, 
all participants in Nong, et al’s. (2015:95) study had financial insecurity. 
 
Extreme cases of lack of funds prompted grandmothers to borrow money against 
their elderly grant pay-outs, and whatever they received as the grant they shared 
with their granddaughters. In the case of Simile, her grandmother would borrow 
money from her daughters-in-law to provide Simile and her sister transport fare to 
the clinic. A study by Osafo, Knizek, Mugisha and Kinyanda (2017:1-13), which 
examined the experiences of caregivers of children living with HIV in Uganda, 
showed similarities with the caregivers of this multiple case study. The caregivers in 
their study also experienced difficulties with the provision of food and economic 
challenges. Just like in this study, caregivers had to borrow money from creditors 
and attempted to pay off the debt as soon as possible, though it was very difficult. 
Caregivers were also faced with the burden of having to sustain and manage 
provisions.  
 
Another research project (Punpanich, Gorbach & Detels, 2012:6) found that 
caregivers assume the caregiving role in the context of overall financial challenges 
for the family. For some caregivers, the necessity of providing care for HIV-infected 
children and other family members meant that the family sometimes had no food to 
eat and no financial means to pay for education. Overall, caregivers reported that 
caring for a child living with HIV is a burden with limited family financial resources 
(Punpanich, et al. 2012:6).  
 
Due to insecure food provision, one of the grandmothers (Phephisile’s grandmother) 
in this study decided to borrow a piece of land from her previous employer so that 
she could grow crops to support her granddaughter who needed good nutrition for 
the success of her HIV treatment. Decisions like this meant that for a few weeks 
during the planting season, the grandmother would entrust the care of her female 
adolescent to the hands of other family members when she was away cultivating the 
land.  
 
As established, limited financial resources and food insecurity is a common picture in 
HIV care. According to a study conducted by Sikstrom (2014:51), female caregivers 
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had limited opportunities to make or find money on their own. In their study, some 
women grew vegetables to sell in markets for some revenue. Participants explained 
that finding good nutrition was extremely complicated and families resented ‘hunting’ 
for food that will benefit only one child in the family.  
 
4.2.1.2 Category 2: Experienced physical effects because of poor health status 
was physically draining 
 
Physical effects relating to living with HIV can be varied. Simile experienced poor 
health status prior to formally being diagnosed with HIV. All female adolescents in 
this study experienced physical effects because of their poor health status. The 
trajectory for HIV leads to the suppression of the immune system in such a way that 
the body becomes deficient in fighting infections. The female adolescents living with 
HIV in this study experienced some physical discomfort and other unexplained 
physical symptoms prior to being diagnosed. Weight loss, skin infections and 
coughing were the most significant physical symptoms experienced. These physical 
manifestations resulted in significantly poor health status. For in-school adolescents, 
poor health status impacted on their school attendance and subsequently led to poor 
grades. Adolescents reported physical drain in the sense that they could not study 
and could not play with their peers due to a lack of energy. Similar findings were 
reported in a study by Punpanich, et al. (2012:5), where children living with HIV often 
missed school because they had frequent clinic visits and severe illnesses that 
required lengthy hospitalisation. As a result, they were unable to catch up with their 
peers and had poor academic performances as well as stress, low self-esteem and 
school avoidance.  
 
A result of repeated sicknesses was the different body size and shape that female 
adolescents experienced. Female adolescents reported that they looked small for 
their age and a bit different. According to Phephisile, any physical effect that was 
associated with looking abnormal such as stunted growth, skin eruptions and weight 
loss, invited comments from people. This made community members, school 
teachers and colleagues frequently ask them if they were alright, with some blatantly 
telling them that they resemble someone living with the ‘sickness’ (HIV). In a 
research project by Willis, Frewin, Miller, Dziwa, Mavhu and Cowan (2014:133) on 
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HIV-positive adolescents’ stories told through film, adolescents frequently illustrated 
stories that depicted their challenges of being physically different from their peers. 
The adolescents in Willis, et al’s. (2014) study experienced stunted growth and skin 
disfigurements. In this study, in-school female adolescents had to deal with 
questions about why they suddenly had a darker complexion which occurred after 
several bouts of illnesses.  
 
Although not living with HIV, grandmothers also experienced physical effects as a 
result of the direct caregiving and advanced age. When their granddaughters were 
still very sick, grandmothers provided active caregiving that demanded energy, 
attention, and at times multiple long walks to the clinic. Some grandmothers 
eventually developed chronic backache as a result of the multiple long walks to 
healthcare facilities. The physical and emotional burden of caring for HIV-infected 
children can lead to caregivers’ physical manifestation of disease. A study by 
Skovdal, Campbell, Madanhire, Nyamukapa and Gregson (2011:960) on the 
challenges of elderly guardians of children living with HIV in Zimbabwe demonstrated 
that the physical strain associated with caregiving usually cause elderly caregivers to 
be periodically sick and sometimes experience difficulties in walking.  
 
For the grandmothers, caring for an HIV-infected child was physically draining as 
there was a lot of travelling and multitasking involved, coupled with the worry of 
survival and the burden is compounded when there was more than one adolescent 
living with HIV in the household, as was the case with Simile and Nokulunga’s 
households. Simile’s grandmother had to take care of Simile’s younger sister who 
was severely ill, and by the time she recovered, Simile started experiencing episodes 
of illness as well. The grandmother reported that she never rested between the two 
and consequently experienced chronic fatigue and lack of sleep.  
 
As shared by the grandmothers in the case studies, caregivers of adolescents living 
with HIV had to deal with the opportunistic infections that erupted too frequently. 
They had to deal with dermatologic conditions, fever, tuberculosis, vomiting, and 
diarrhoea. A study by Bejane, et al. (2013:75) conducted in Limpopo, South Africa, 
on experiences of primary caregivers of children living with HIV, concur with these 
findings. The results of the qualitative study indicated that primary caregivers 
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experienced multiple sleepless nights when their children had opportunistic 
infections such as pulmonary tuberculosis, thrush, fever, diarrhoea and vomiting. 
The study also shines a light on the other challenges that caregivers face, such as 
daily or frequent visits to the clinic and multiple consultations with various healthcare 
providers.  
 
For some grandmothers, the inability to provide and the worry about the child’s 
health that confronted them on a daily basis, had actually contributed to physical 
manifestations such as high blood pressure. During the interview, the researcher 
noted that Thandekile’s grandmother was presenting with some tremors of the hands 
and lower extremities. She reported that these tremors started immediately after she 
was informed of her granddaughter’s HIV status. Some of the physical effects 
developed as the grandmother provided care for the female adolescent while at the 
same time attempting to conceal the HIV status of the female adolescent.  
 
Over and above the physical effects seen in caring, grandmothers also experienced 
negative psychological effects, including anxiety. In a study by Casale, Wild, Cluver 
and Kuo (2014:15), findings revealed that anxiety levels were significantly higher 
among female caregivers with socioeconomic challenges and lack of social support. 
In support, Kuo and Operario’s (2011:5) findings from a study on the health of adults 
caring for orphaned in children in an endemic community in South Africa indicated 
that caregivers experience poor general health and functioning, psychological effects 
such as depression and anxiety, and there were even greater physical health 
problems in caregivers of orphaned children compared to non-orphaned children.  
 
Caring in HIV can also produce emotional effects. A study (Busza, Besana, 
Mapunda & Oliveras, 2014:140) in Tanzania that looked into working with children 
living with HIV, reported that encounters with children living with HIV affected the 
emotional health of home-based care workers. Healthcare workers reported ‘feeling 
bad’ and experiencing sadness after encounters with the children. Emotional 
upheaval was common among the grandmothers in this study as well. As shared by 
Gogo Gamane, her heart went into palpitations when she thought about the HIV 
status of her granddaughter. 
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4.2.1.3 Category 3: Experienced side effects of medication for HIV 
 
The physical effects of HIV medication are often unpleasant and hard to deal with. A 
range of side effects of HIV medication was reported by female adolescents. The 
most commonly stated was dizziness and loss of strength. It was particularly difficult 
to deal with the side effects of medication for in-school adolescents since it disturbed 
their concentration and participation in learning activities. Due to the lack of 
understanding of the disease process, female adolescents reported fear that the 
medication was making their sickness worse since they experienced a worsening of 
symptoms. In the case of Thandekile, she reported that she had a problem taking the 
drugs at night because she experienced vivid dreams of snakes which were 
disturbing to her. Phephisile and Ntombi reported a combination of side effects, 
including feeling drugged and sleepy in class.  
 
A study by Galea, Wong, Munoz, Valle, Leon, Perez, Kolevic and Franke (2018:8), 
conducted in Peru on barriers and facilitators to adherence among adolescents living 
with HIV, reported similar negative effects experienced by adolescents on ART. The 
adolescents in that study experienced undesirable effects such as nausea, 
abdominal pain, drowsiness and malaise. Their participants also reported multiple 
combined effects of the medication, including disturbed sleep due to side effects of 
Efavirenz and feelings of sleepiness the following day. 
 
Side effects were so severe that female adolescents even considered stopping their 
treatment regimen. Side effects to medication have been documented as one of the 
barriers to effective treatment regimens among adolescents in a study by Galano, 
Turato, Delmas, Cote, Gouvea, Succi and Machado (2016:174). Adolescents 
reported unbearable side effects such as nausea, abdominal pain and a bad taste in 
their mouth. As a result, adolescents wished for a treatment holiday where they 
would rest from both the pills and the side effects that accompany them.  
 
In the case of Thandekile, the side effects were experienced so often and severe 
that it got her grandmother seriously worried. Thandekile reported that she journeyed 
back to the clinic to inform the nurses that she had decided to stop taking the 
medication because it was making her life terrible. For Ntombi, the negative effects 
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of medication were compounded by the fact that she was initially enrolled on anti-
tuberculosis drugs and then started ART soon after. She outlined that she would not 
know which of the numerous tablets were causing a particular side effect. In these 
multiple case studies, female adolescents reported that the side effects gradually 
subsided as they continued with the therapy.  
 
4.2.2 Theme 2: Experienced support systems 
 
This theme focused on the external support or lack thereof for both the female 
adolescent living with HIV and their grandmother. One of the greatest difficulties in 
living with HIV and caring for an adolescent living with HIV was the unavailability of a 
support system. Grandmothers and female adolescents found themselves in a lonely 
and frightening predicament. This phenomenon surfaced in all six case studies. 
Grandmothers and female adolescents became each other’s support system. For the 
female adolescents living with HIV, as much as they longed for support from others, 
initiating the closeness became a problem because of issues of non-disclosure. Due 
to a lack of trust and fear of stigma and marginalisation, both grandmothers and 
female adolescents resorted to concealing the HIV status and consequently lost out 
on social support. This theme therefore focused on the social impact of living with 
HIV and caregiving in the face of HIV. 
 
4.2.2.1 Category 1: Experienced clinical support through nurse-patient 
relationship 
 
In the period following the discovery or diagnosis of an HIV status, the female 
adolescent experienced tumultuous emotional confusion. Adolescents experienced 
anxiety, stress and anger, which all deprived them of accepting their HIV status. All 
female adolescents in this multiple case study encountered moments where stopping 
medication seemed like the best option since life had become difficult and 
meaningless.  
 
The findings of this study indicated that female adolescents received understanding 
and support from clinic staff. As described by the participants, the nurse-patient 
relationship was critical since the female adolescents at that point lacked the 
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understanding of what was going on in their life. As the symptoms of the side effects 
intensified, the female adolescents made a decision to stop treatment, thus reaching 
a point of giving up. Through the thriving nurse-patient relationship, the female 
adolescents were drawn from the deep pit of hopelessness, suicidal ideation, and 
despair. The communication, support and acceptance displayed by the nurses and 
clinic staff promoted a desire to live and survive among the female adolescents. 
Participants expressed satisfaction with the care received from clinic staff.  
 
Nurses and clinic staff were described as having multiple roles in the lives of female 
adolescents. The main role of the nurse that resonated among all female 
adolescents was that of giving hope. Nurses restored hope in these female 
adolescents; hope that there was still a life worth living, hope that they still had the 
potential to achieve greatness in life, and hope that they were still important people. 
 
The Teen Clubs that were conducted in the clinic settings were some of the avenues 
where female adolescents got the opportunity to feel appreciated and recognised by 
clinic staff. Female adolescents reported that in addition to openly discussing their 
personal issues in these forums, they got the opportunity for peer support with 
people they termed as being ‘like them’. The acceptance displayed by the nurses 
within the Teen Clubs actually promoted adherence to medication by female 
adolescents. Female adolescents expressed that they looked forward to the monthly 
meetings because it promoted their sense of worth as individuals. In Willis, et al’s. 
(2014:5) study, adolescents demonstrated feelings of renewed ambition and 
optimism for their lives after sessions with Teen Club mentors. Similarly, in a study 
by Inzaule, Hamers, Kityo, Rinke de Wit and Roura (2016:4), participants expressed 
the importance of peer support groups since they have a pivotal role in providing an 
avenue for strengthening ART adherence, dealing with emerging issues, and 
providing motivation for adolescents.  
 
Female adolescents who were perinatally infected with HIV were taken to the health 
care facilities by their grandmothers. Grandmothers reported receiving attention and 
care from nurses at the clinics. Grandmothers expressed a lack of understanding of 
‘this disease’ that had previously afflicted their biological children and relatives. 
Nurses therefore spent time demystifying the disease and grandmothers were 
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satisfied with the explanation provided. Caregiver satisfaction is linked to positive 
health outcomes in children and adolescents living with HIV. A study in Nigeria by 
Chamla, Asadu, Adejuyigbe, Davies, Ugochukwu, Umar, Oluwafunke, Hassan-
Hanga, Onubogu, Tunde-Oremodu, et al. (2016:153-160) that looked at caregiver 
satisfaction, found that healthcare workers fully discussed HIV treatment for children 
living with HIV with caregivers, which ultimately contributed to caregiver satisfaction. 
The findings further reveal that caregivers preferred nurses in their local facilities 
rather than having to travel to towns to see a doctor.  
 
The caregiving associated with HIV required meekness and dedication which were 
promoted by an increased understanding of the disease and the treatment course. 
The grandmothers in this study experienced acceptance of their granddaughters by 
nurses. When the grandmothers experienced shock and despair at the diagnosis of 
HIV of their granddaughters, lack of understanding of the disease process and 
treatment, the nurses in their empathetic approach took their time to explain and 
counsel the grandmothers, which contributed to hope and committed caregiving. In a 
study by Biru, Lundqvist, Molla, Jerene and Hallstroom (2015:288) in Ethiopia, 
caregivers expressed that they were empowered by counselling and support from 
healthcare workers. Caregivers further expressed that the counselling and 
information support from healthcare workers strengthened their commitment to child 
care, enabled coping and strengthened their belief in the child’s future.  
 
Due to the positive effects of counselling and healthcare worker support, the 
grandmothers expressed support for the Teen Club meetings that occurred on a 
monthly basis. Even though grandmothers lacked the financial resources required to 
send their granddaughters to the health facility, they explored other means to ensure 
that the female adolescent ended up attending the support group sessions.  
 
4.2.2.2 Category 2: Experienced grandmother-granddaughter relationship that 
provided communication and emotional support 
 
As can be seen from the case studies, the main structure for family support for the 
adolescent was the grandmother. Female adolescents reported all their concerns to 
their grandmothers even though their grandmothers sometimes did not have 
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answers; they still felt lighter and relieved once they had shared with their 
grandmothers. Family support was not absolutely available to the female 
adolescents due to lack of disclosure to the whole family. This meant that female 
adolescents had only one source of emotional and social support, which led to 
improved communication between the grandmothers and female adolescents.  
 
Grandmothers, on the other hand, provided an enabling environment for female 
adolescents. Grandmothers ensured that they had a mutually beneficial relationship 
with granddaughters. Female adolescents were involved in household chores, 
cooked and did laundry for their grandmothers. Female adolescents promised their 
grandmothers that they would grow up and reciprocate the care they had provided 
for them. According to Rutakumwa, et al. (2015:2125), when the adolescent grows 
and matures, they have a reciprocal care relationship with the grandmother. Findings 
from this study indicated that adolescents living with HIV were simultaneously 
caregivers and care recipients. The HIV-positive adolescent looked to the elderly 
caregiver for various forms of support, including the provision of basic needs, 
psychological and emotional support (Rutakumwa, et al. 2015:2125). The 
grandmother, on the other hand, relied on their granddaughter to perform tasks that 
require manual dexterity.  
 
In the case of Ntombi, communication and the emotional closeness between her and 
her grandmother was destroyed by Ntombi’s decision to drop out of school. The 
grandmother reported feeling emotionally disturbed by her granddaughter’s decision 
to throw away the prospects of a brighter future. Grandmothers reported that female 
adolescents sometimes did not value the relationship and the bond they had 
because they did not fully understand how it all started. Tholiwe’s grandmother 
reported that her granddaughter expressed anger and disdain when she shared 
details about her health status, not her HIV status, to a close family relative. 
Ratukumwa, et al. (2015:2130) reported that at times the caring relationship is made 
tense when one of the parties, commonly the adolescent, would be disrespectful and 
neglect her responsibilities within the household.  
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4.2.2.3 Category 3: Experienced a lack of community support, fear of stigma 
and discrimination that led to the concealment of HIV status  
 
The secrecy around the HIV status among female adolescents and their 
grandmothers was an endeavour that was incorporated into their day-to-day life. 
Members of the community were under no circumstances expected to be aware of 
the granddaughter’s seropositive status for fear of stigma and discrimination. For all 
the participants in the study, the fear of stigma and discrimination was the root of the 
secrecy around HIV. Concealment strategies were developed, such as leaving very 
early in the morning to attend clinic appointments so that community members would 
not see them, as well as constructing a story to tell when they were confronted on 
the reasons why they were constantly away on weekends. A study conducted by 
Hejoaka (2009:874) on the secrecy surrounding HIV in Burkina Faso reported that 
children living with HIV strive to keep their HIV status private as an instruction from 
the caregiver or due to their own awareness of the secret dimension surrounding the 
disease. Children also expressed fear that other children may exclude them if they 
became aware of their HIV-positive status.  
 
In the case of Thandekile, Ntombifuthi and Tholiwe who had already started dating, 
concealment strategies extended to romantic relationships. The female adolescents 
reported that concealing their HIV status was a way to ensure that a relationship 
developed. It prolonged the life of the relationship and made them feel like normal 
adolescents. The need to conceal their status from their intimate partner was also a 
protective mechanism against possible rejection, gossip and consequently stigma 
and discrimination. Female adolescents were of the opinion that living with HIV 
greatly reduced their chances of finding a partner who would accept them with their 
positive HIV status; hence, they needed to assume a ‘normal’ status for as long as 
possible. 
 
Notably, there were challenges that female adolescents experienced related to 
taking medication. Female adolescents who visited their partners found it very 
challenging to take the dose of ART at the prescribed time for fear of being 
questioned about the pills. Hence, they needed to devise a convincing story such as 
faking an upset stomach that required the use of a pit latrine outside where they 
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would get an opportunity to take their pills without being seen. The results of a study 
by Galano, et al. (2016:174) confirm that romantic relationships are a challenge for 
adolescents living with HIV since the confidentiality surrounding the disease 
becomes threatened. Adolescents agreed that the disclosure of the seropositive 
status must be made sometime during the relationship, but the fear of being 
abandoned by the partner created anxieties and worry relating to the possibility that 
the partner might not keep their secret in the long run. Also, deciding on the best 
time to disclose was an issue. Similar findings were reported by Mburu, Hodgson, 
Kalibala, Haamujompa, Cataldo, Lowenthal and Ross (2014) whose results indicated 
that female adolescents did not disclose their HIV status to their romantic partners 
due to the fear that the relationship may come to an end. 
 
In a study conducted by Taukeni and Ferreira (2016:7) on both male and female 
adolescents aged 15 to 24 years in a South African community, it was discovered 
that for adolescents, coexistence with HIV and maintaining the diagnosis private was 
a daily life experience. For them, HIV was a private subject and therefore talking 
about it created discomfort and embarrassment. For the adolescents, the information 
about their HIV status was strictly reserved for their family, trusted relatives and very 
close friends. 
 
As seen in the case studies, adolescents circumvented conversations and jokes 
whose subject was on HIV for fear of accidentally disclosing their HIV status. This 
strategy protected the female adolescent from being exposed to situations where 
they had to defend people living with HIV or accidentally indicating a good 
understanding of the disease which would, in turn, cause people to suspect that they 
were living with HIV. Though this strategy worked to maintain their HIV status 
private, it also alienated them from their friends and the larger community.  
 
From the case studies, taking medication in the presence of other family members 
who were not aware of the adolescent’s serostatus became a bit of a challenge. 
Female adolescents would discreetly move into the medication storage place and 
take their treatment. The challenge would be the stares of the rest of the family 
members upon their return from the grandmother’s bedroom. In Simile’s case, the 
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piercing stares from her cousins became unbearable since it was accompanied by 
deafening silence. 
 
Female adolescents also described the actual experience of stigma and 
discrimination from community members upon learning of their HIV status. Stigma 
and discrimination denied the female adolescent the freedom of association and 
belonging in the community. Adolescents expressed having to keep away from other 
young people for fear of being gossiped about. Willis, et al. (2014:133) shared the 
same sentiments in their study, which revealed that stigma and discrimination were 
commonly described by adolescents. The study looked at the stories of adolescents 
aged 18 to 22 years living with HIV as told through film. The stories revealed that 
adolescents experienced stigma and discrimination when they were treated as being 
insignificant and sometimes encountered people who were heartless.  
 
As shared by Ntombi, discrimination associated with HIV could be felt deep in the pit 
of the stomach. She outlined how she witnessed another child living with HIV being 
discriminated against by a class teacher who labelled and ridiculed the child. That 
scenario confirmed her decision to keep her status private for fear of being ridiculed 
in front of other students. According to Daniel (2015:16), the fear of stigma is not 
exclusively linked to the actual experience of stigma and discrimination. Other 
participants of this current study, like Phephisile who had not experienced stigma 
and discrimination, also chose to keep her status private largely due to fear of 
anticipated stigma. HIV stigma has also been reported in a study by Mutumba, 
Bauermeister, Musiime, Byaruhanga, Francis, Snow and Tsai (2015:88) on 
psychological effects of HIV. In their study all forms of stigma, which are internalised 
stigma, anticipated stigma and experienced stigma were described, with participants 
expressing concern and fear of gossip, ridicule and teasing because of their HIV 
status.  
 
As shared by Simile, the concealment of the HIV status is not only exclusively 
reserved to community members; other family members were not allowed to know 
about it either. Only family members who had been judged to be supportive were 
informed of her HIV status. The findings of a qualitative study (Daniel, 2015:11-23) 
that analysed how HIV-positive children in Tanzania respond to the perceived need 
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for silence and secrecy illustrated how some of the children living with HIV had to 
keep their status a secret, even from some family members living in the same home. 
It also pointed out that children lived with this secret or problem and chose not to 
share it with anyone for fear of exclusion. The results showed that secrecy around 
HIV is contributing to the stigma around the disease and also impacts potentially 
supportive relationships. Likewise, the findings of a study by Mutumba, et al. 
(2015:88-89), showed that the secrecy of the HIV status of the adolescents was 
extended to both the community and some family members. The findings showed 
that disclosure was selective with some family members remaining uninformed. 
Participants feared possible discrimination, loss of control of the information, as well 
as a desire to avoid feelings of pity from family members.  
 
Grandmothers, on the other hand, felt they had a duty to keep the news of the 
female adolescent’s HIV diagnosis strictly within the nuclear family due to fear of 
secondary stigma and discrimination from the community. Grandmothers in this 
study preferred staying at home to avoid encounters with the community members 
who might have endless questions. These restrictions in movement and association 
with the community contributed greatly to the grandmothers’ isolation. The fear of 
stigma is far-reaching since, for some grandmothers, disclosing their 
granddaughter’s HIV status to the family was a bit challenging because they noticed 
acts of stigma and discrimination among family members which contributed to the 
grandmothers’ emotional upheaval. In Biru, et al’s. (2015) study, participants 
expressed similar sentiments in that they described feelings of restrictions in their 
family’s daily lives and the separation which they perceived as both physical and 
mental from the rest of the community for fear of being stigmatised and discriminated 
against. In this study, grandmothers had already experienced stigma and 
discrimination while caring of their biological children who died of AIDS; for that 
reason, grandmothers decided that it was imperative to conceal their 
granddaughters’ HIV status as a means of protecting them from the community. This 
endeavour to conceal the HIV status of their granddaughters robbed the 
grandmothers of the opportunity for social support which is necessary for HIV 
caregiving. Social support has been documented to positively affect mental and 
physical health among caregivers (Casale, Wild & Kuo, 2013:3).  
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Punpanich, et al. (2012:7) noted that protecting the confidentiality of the child’s HIV-
positive status required great effort on the part of the caregiver. Grandmothers 
commonly found themselves in situations where they had to “manipulate information” 
(Goffman, 1963:5) to dissimulate the granddaughters’ nature of illness. Similar to the 
female adolescent, the grandmother not only had to deal with challenges of 
concealing the disease but also had to frequently justify the granddaughter’s regular 
visits to the hospital to neighbours. Most grandmothers found it difficult to provide 
sound and convincing responses when community members posed questions upon 
identifying the green chronic care card carried by the female adolescent. The green 
care card is specifically used as a recording tool for HIV treatment (Swaziland 
Integrated HIV Management Guidelines, 2018:10) therefore identification of this card 
prompts people to suspect HIV infection in anyone carrying it.  
 
Due to the secrecy surrounding HIV diagnosis and fear of ostracism, grandmothers 
resorted to relying only on family members and usually not more than one 
community member. Grandmothers had only shared the news of their 
granddaughter’s HIV status with trusted community members who were also caring 
for children living with HIV. In this scenario, there were fewer chances that the 
community member could talk about the HIV status of the granddaughter since they 
had a common goal of maintaining the secrecy around HIV diagnosis.  
 
4.2.2.4 Category 4: Experienced reliance on a Higher Power 
 
Accepting life with HIV was particularly challenging for both female adolescents and 
grandmothers. To lead a normal life, female adolescents put more effort to ‘bracket 
out’ their HIV diagnosis. However, the previous episodes of illnesses and the 
constant reminder of having to take pills brought forth the realities of living with HIV. 
At times, this became too heavy for the female adolescent to bear so they turned to 
a supernatural power for support. Five of the female adolescents mentioned how 
they believed in God, with one participant not making any mention of a belief in 
supernatural power. The female adolescents and grandmothers believed that they 
were chosen by God for a time like this and for an assignment of this magnitude. 
Female adolescents appreciated the power of God in their lives and enumerated 
things such as the gift of life and health in a context where a majority of people had 
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died. Research (Daniel, 2015:11-23) conducted on this subject confirms that 
accepting life with HIV is extremely challenging for adolescents, but their faith in God 
sustains them and they know that He assists them when they have problems.  
 
As shared by Simile and Phephisile, some of the female adolescents had an inner 
struggle as to why they should be the ones living with HIV and being ‘different’ from 
other children their age. However, the affiliation with a Christian community and their 
belief in God gave them hope for a better future. 
 
When Gogo Mathabela experienced heartache and despair, she remembered that 
this situation chose her and therefore it was orchestrated by God. Grandmothers in 
this study remained committed to their role of caregiving. For Gogo Mathabela, who 
was caring for her sister’s grandchildren, and Gogo Gamane who found herself in 
this role, believed that God chose them specifically for this task. The other 
grandmothers believed that it was their job to care of their grandchildren and 
therefore, when their strength failed, they had faith that God renewed it for them. The 
participants reminisced of the times when their granddaughters were still very sick. 
They were reminded of how God performed a miracle for them, and their 
granddaughters survived.  
 
Similar findings were reported in a study by Biru, et al. (2015) on family caregivers’ 
lived experiences of caring for a child diagnosed with HIV in Ethiopia. The caregivers 
described the challenges associated with caregiving and how they survived these 
overwhelming situations. The most significant of their survival skills is their belief in 
God. Caregivers described how their belief in God empowers them, promotes their 
mental strength and keeps them committed to regular caregiving for the child living 
with HIV, as well as prioritising their own care.  
 
A study (Demmer, 2011:877) on the experiences of caregivers of children living with 
HIV in South Africa reported that caregivers attended church regularly despite 
receiving no support from the pastor or congregants due to the lack of disclosure. 
Most of the participants in Demmer’s (2011:877-878) study obtained their strength 
and comfort from their religious beliefs.  
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4.2.3 Theme 3: Experienced psychological effects 
 
This theme focused on the negative psychological effects of living with HIV and 
caring for an adolescent living with HIV.  
 
Studies have indicated that caregivers of children living with HIV or orphaned by 
AIDS experience a wide range of psychological disparities and anxiety (Kuo, Cluver, 
Casale & Lane, 2014:320-323; Kuo, Reddy, Operario, Cluver & Stein, 2013:5). It was 
also noted that the cumulative risk for anxiety is particularly increased when both the 
caregiver and the child are living with HIV (Kuo, et al. 2014). In this current study, all 
the caregivers were HIV seronegative; however, they did express heightened levels 
of anxiety related to the increased likelihood of illness among their granddaughters. 
Kuo, et al’s. (2014:320) study further reported that the female gender and 
advancement in the age of caregivers increase the risk of anxiety due to an increase 
in chronic health problems. The stigma and probable internal stigma that caregivers 
may have potentially increases their risk of anxiety and other psychological 
problems.  
 
4.2.3.1 Category 1: Experienced poor acceptance of the HIV status 
 
When the diagnosis of HIV was made, both the adolescent and the grandmother 
experienced intense emotions. All six female adolescents experienced severe 
episodes of illness prior to being diagnosed with HIV. For Simile, Phephisile and 
Nokulunga the realisation that they are living with HIV dawned when they became 
aware of the need to take the pills on a daily basis. The understanding of the 
seriousness of the disease, however, only set in later as they continued with the 
treatment. Ntombi realised that she was different when she listened in on a teacher’s 
cruel remark about ART to another pupil at school. She also knew that she had no 
choice but just found herself with this disease. For Tholiwe, the negative remarks by 
some community members regarding HIV and people living with HIV eroded her 
sense of human dignity and self-esteem. That is when she discovered that she hated 
HIV and her life with HIV. 
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Three of the grandmothers noticed signs and symptoms related to HIV in their 
granddaughters while others noticed signs that were identical to ones that their 
deceased biological children had. Even before the HIV test was conducted, some 
grandmothers had already started experiencing panic and psychological unrest. 
Eventually, grandmothers took their granddaughters to the health facility for medical 
attention and the HIV tests were conducted along with other screening tests. The 
results of the HIV tests created a mixture of emotions such as fear that the 
adolescent would die just like her parents, and relief that the diagnosis was now 
known. As shared by Gogo Gamane and Gogo Ginindza, the HIV-positive diagnosis 
for their granddaughters confirmed for the first time that their children had died of 
AIDS. As a result, the grandmothers were confronted with a maelstrom of emotions 
and grief to deal with. A study by Bejane, et al. (2013:73) on the primary caregiver 
challenges related to caring for children living with HIV in South Africa, reported that 
for caregivers, the HIV-positive diagnosis for their children came as a shock; not only 
for the grandchildren but also because they realised that their own children died from 
HIV. Hence, it was difficult to readily accept the diagnosis.  
 
However, for some grandmothers, like Thandekile and Tholiwe’s grandmothers, the 
adolescents went to seek medical attention on their own and were therefore 
informed of their positive HIV status as a result. Upon disclosure of their results to 
their grandmothers, grandmothers expressed great shock and disappointment. For 
grandmothers, poor acceptance of their granddaughters’ HIV status was related to 
the fact that they heard the messages that HIV ‘kills’, which was also compounded 
by their experiences of family illnesses and deaths related to HIV.  
 
Grandmothers experienced a lack of information and answers in their previous 
experience of caring for family members with HIV-related illnesses. They had cared 
for their own biological children who eventually died of AIDS and were left with 
orphans to look after. It came as a shock and a disappointment when the orphans 
they had bonded with turned out to be HIV positive as well, which sadly meant that 
they had a higher risk of dying, just like the other family members they had taken 
care of.  
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Thandekile’s description of her grandmother’s response following her diagnosis with 
HIV demonstrated the distress caregivers feel when they have to transition to HIV 
care. The period following the diagnosis of HIV in children is a time of great personal 
turmoil for caregivers (Punpanich, et al. 2012:6). This causes significant stress 
among caregivers, which ultimately contributes to physical manifestations. 
Participants in this study expressed how they recounted the revelation of the child’s 
HIV diagnosis. Caregivers experienced despair, guilt and grief. While sharing their 
experiences, the participants expressed that despite the longer length of time of 
caring for a child diagnosed with HIV, it was difficult for them to come to terms with 
the diagnosis. 
 
When the grandmothers were informed that their granddaughters were to be on life-
long treatment, they found it difficult to envisage a life dependent on pills. Similar 
findings were identified in a study by Biru, et al. (2015:289), where participants 
described the shock and seeming ambiguity of life when their children were 
diagnosed with HIV. Caregivers described the worry associated with managing the 
treatment regimen as well as the unpredictability of the child’s health status.  
 
4.2.3.2 Category 2: Experienced low social integration because of feelings of 
betrayal, isolation, loneliness, and suicidal ideation and lack of 
friendships 
 
As reported by the participants in the case studies, to experience betrayal, isolation 
and loneliness is a common occurrence for adolescents living with HIV within the 
community. Thandekile shared that to be betrayed by a trusted family member was 
very distressing for her and made it predominantly complex to deal with the 
widespread stigma and discrimination she faced from the community. According to a 
study by Silva-Suarez, Bastida, Rabionet, Beck-Sague, Febo and Zorilla (2016:5), 
the individual family reactions and experiences after disclosure of HIV status are 
varied. Silva-Suarez, et al’s. (2016:5) study findings indicate that the “dark side” of 
the family usually shows where family members choose to make public the HIV 
diagnosis without the consent of the participants. Although Tholiwe’s story on living 
with HIV is known by a few women in the community, it still affected her self-esteem 
and self-worth since the women were using her as a prime example when teaching 
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their female children how to behave. She was of the opinion that she had become 
the object of ridicule and a real, accessible example of someone living with HIV. This 
still led to both internal and external stigma for the female adolescent. For Simile, her 
experience with rejection by family members made her question her value within the 
family unit. The HIV diagnosis was difficult for Simile to come to terms with it. She 
anticipated incidents of rejection by friends and community members because of her 
HIV status.  
 
All these traumatic experiences the female adolescents contributed to their feelings 
of loneliness and isolation. In a study by Willis, Mavhu, Wogrin, Mutsinze and Kagee 
(2018:6) in Zimbabwe, findings indicated that feelings of loneliness and rejection 
were common among adolescents living with HIV. The feelings of rejection may be 
self-imposed or anticipated but still have the potential to exclude the adolescent from 
social integration.  
 
Willis, et al. (2018:7) further state that feelings of pain and hurt associated with 
isolation and rejection are worse when rejection in their lives is imposed by people 
they expected to support them. In this study, adolescents were rejected by intimate 
partners upon learning of their HIV status. As shared by Thandekile, she disclosed 
the positive HIV status to her baby’s father with the expectation that he would 
support her, only to be rejected at the end. She described the pain as ‘going crazy’. 
Her forced isolation was also related to being betrayed by a close family member 
whom she trusted.  
 
Another dilemma for female adolescents living with HIV is the manner in which they 
are rejected by their friends. The female adolescents described this kind of rejection 
as slow and brutal. In the case of Thandekile, Tholiwe and Nokulunga, disclosing to 
a friend required immense trust and courage with the hope for support. The 
adolescents felt bad that they were hiding some critical piece of information from 
their friends when they do not disclose. After the disclosure was done, the female 
adolescents reported that their friends slowly drifted away and would not return their 
phone calls. The hurt of rejection was compounded by the fear that their friends may 
not keep their HIV status secret. In a study by Mburu, et al. (2014:5) on disclosure of 
202 
 
HIV status, findings showed that adolescent disclosure at school was rare due to 
stigma and therefore attempts were made to ensure the privacy of the HIV status. 
 
In the case of Simile, at times she would feel side-lined and rejected by her own 
family. This left her with a fear of rejection as well as the fear that her cousins have 
likely discovered her HIV status. She mentioned that she did not know the real 
reason why she was left out, but it increases her misery. The rejection somehow 
increased her loneliness. She even contemplated suicide, but she had no means of 
carrying it out. Similar to Simile’s case, Thandekile experienced multiple episodes of 
rejection which led to her belief that suicide was the best option since life was a 
difficult and lonely affair. Though focusing on the adult population, a study by Wang, 
Xiao, Yao, Yang, Yan and Li (2018:5) conducted in China state that increased 
suicidal thoughts were significantly associated with being HIV positive, high 
perceived stigma, low self-esteem, social support and resilience. The study also 
reported that participants who had no previous episodes of suicidal ideation had a 
suicide plan and had made a suicide attempt after their HIV diagnosis.  
 
According to Daniel (2015:20), children living with HIV experience repeated episodes 
of rejection which evokes fear of further discrimination. According to Nduwimana, 
Mukunzi, Ng, Kirk, Bizimana and Betancourt (2017:7), HIV contributed to depression 
among children living with HIV in foster families, which increased the likelihood of 
suicidal ideation. HIV status remains an important contributor to greater symptoms of 
mental distress among children and adolescents living with HIV.  
 
Living with HIV contributed to female adolescents’ negative view of themselves and 
others. Adolescents experienced loss of friendships and even romantic relationships 
because of their HIV status. Feelings of isolation and loneliness were commonly 
described by adolescents. The chronic nature of HIV makes it very challenging for 
one to readily share this emotional burden with anyone. It is during these times that 
the individual feels emotionally alone and isolated. In Willis, et al’s. (2014:133-134) 
study, adolescents described the overwhelming feelings of isolation and loneliness 
as a result of peers not readily associating with them. Some adolescents indicated 
that at some points they did not feel like speaking to anyone in particular and that 
heightened their feelings of loneliness. Adolescents also alluded to the fact that they 
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feel like they are living a superficial life and there is a part of their lives that they 
would prefer to keep a secret as much as possible.  
 
The current study described how grandmothers continue to care for their 
granddaughters even though there were feelings of isolation and fear of stigma and 
discrimination. The caregiving associated with HIV is also an isolating assignment. 
Grandmothers lacked the opportunity to request assistance during their times of 
need for fear of having to explain the details surrounding the illness of their 
granddaughters. Thus, grandmothers were isolated as caregivers because they 
limited the potential for social support to keep their granddaughter’s sickness a 
secret. Daniel (2015:20) confirms that for caregivers of children living with HIV, 
asking for social support is challenging when the full details of the circumstance are 
not given.  
 
4.2.3.3 Category 3: Experienced feelings of loss: grief, fear, stress, mistrust 
and worry about the future 
 
Living with HIV created a multitude of feelings, although the feelings associated with 
loss abounded. As can be seen from the case studies, female adolescents 
experienced grief at the missed opportunity of having their biological parents around. 
A look at Simile’s case showed that she reminisced on the stories told to her by her 
grandmother about how her mother loved her. She shared how much of a hole in her 
chest she had due to her mother’s palpable absence. Although her grandmother was 
around, she constantly feared that if her grandmother dies, she would have no one 
to take care of her. Tholiwe’s case demonstrates the magnitude of the loss 
associated with HIV. She lost both parents at a young age and daily imagined how 
life could have been if her parents were still alive. Ntombi’s case illustrated the 
process of forgiveness as she attempted to understand why her parents never took 
the precautionary measures to ensure that she was protected. Her grief was 
protracted and compounded by the fact that both her parents were dead, and she 
had no one to ask all the questions she would have liked to ask. The findings of a 
study by Woollett, Brahmbhatt, Dodd, Booth, Berman and Cluver (2017:7) on the 
impact of loss among HIV-positive adolescents in South Africa revealed that 
bereavement over the loss of parents is persistent in the adolescent population, 
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particularly among those who were perinatally infected with HIV. At most, Woollett, et 
al. (2017:7) noted that the loss is neither identified nor resolved and participants 
indicated that painful memories and loss were not forgotten. 
 
In addition to grief associated with the death of their parents, female adolescents 
were also challenged with the grief associated with the loss of a negative HIV status. 
This unresolved grief was mainly responsible for the poor acceptance of the HIV 
status by female adolescents. All female adolescents in the case studies 
experienced grief when they were made aware of the positive HIV diagnosis. To 
confirm these findings, Woollett, Black, Cluver and Brahmbhatt (2017:179) state that 
most of their participants in a study on HIV infection and reasons for bereavement 
among adolescents, experienced complicated grieving which they termed as the 
‘unresolved task of grieving’. This unresolved task of grieving has a negative impact 
on the participants’ mental health and acceptance of their HIV status.  
 
Another study (Thupayagale-Tshweneagae, 2012:5) that assessed the grieving 
experiences of adolescents orphaned by AIDS reported that crying, isolation, 
silence, outbursts and suicidal ideation were the main grieving patterns reported by 
adolescents. For participants in the case studies, the grieving process was 
compounded by their positive HIV diagnosis.  
 
For adolescents in these case studies, fear was related to stigma and discrimination. 
The fear of being ostracised due to HIV had changed the content of the conversation 
in friendships. Adolescents were conscious of what they may share and whether or 
not it exposed their HIV status. Another dilemma all the female adolescents faced 
was fear and worry about a bleak future. Therefore, the adolescents attempted to 
plan for the future, and shun all activities that might disturb their plans. For Tholiwe 
and Thandekile, who already had children of their own, they feared that they might 
not be able to support their children if they do not prepare for life as early as 
possible.  
 
Adolescents did express some worry about the future. Their poor performance at 
school was a cause of concern for them because they wished to grow up and have 
careers of their own and be able to support their grandmothers. Female adolescents 
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had ambitions of being community health nurses and teachers in the future, however 
they perceived HIV infection as a colossal stumbling block in their pursuit for 
education. Two of the female adolescents, Phephisile and Nokulunga were, were still 
in primary school and fully blamed the episodes of sickness for their lack of progress 
at school. In a study conducted in Botswana by Anabwani, Kurugaba and Gabaitiri 
(2016:5-6), findings indicated that children living with HIV experienced increased 
school absenteeism due to illness or medical appointments. HIV-positive children 
reported problems with their school grades and health issues which contributed to 
poor school attendance as well as stigma and disabilities.  
 
Another study (Laughton, Cornell, Boivin & Van Rie, 2013:1-11) on 
neurodevelopment in perinatally HIV-infected children, reported that children living 
with HIV do not perform well in general cognitive tests, processing speed and visual-
spatial tasks. Due to multiple episodes of illness among HIV-positive children, 
including encephalopathy, disturbances in the development of neurological function 
remain permanent even after ART initiation. According to Tu, Lv, Li, Fang, Zhao, Lin, 
Hong, Zhang, and Stanton (2009:6), perinatally acquired HIV confers the risk for 
neurological deficits among children and adolescents, resulting in poor school 
performance.  
 
For grandmothers, having taken care of their own biological children and other 
relatives when they were sick from AIDS contributed to multiple losses and therefore 
contributed to high levels of stress and fear. To a certain extent, grandmothers also 
experienced their own unresolved grief related to the loss of their children to AIDS. 
As reported by Gogo Mbukwane, Gogo Ginindza, Gogo Thomo and Gogo Dlamini, 
caregiving in HIV is riddled with fear and emotions since they had seen the disease 
claiming the lives of their children and close relatives. Demmer (2011:877) similarly 
reported in a qualitative study that caregivers of children living with HIV had 
unresolved grief stemming from the loss of their children and family members to 
AIDS. Results indicated that the caregivers constantly worried that the child may die. 
This worry increased the sense of despair that caregivers experience on a day-to-
day basis. In this current study, grandmothers reported that they continually had 
thoughts about their deceased children, but they had no one to discuss these 
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thoughts with; as a result, the mourning period was protracted, and the grief 
remained unresolved.  
 
Another concern for grandmothers was the seemingly poor school performance of 
their granddaughters which heightened their worry about their future. Grandmothers 
were aware that they might not live long, however, they wished that by the time they 
die, their granddaughters should be in a position of independence; both socially and 
financially. Therefore, when female adolescents failed at school, grandmothers 
worried about their future. Fear and uncertainty about the future were described in 
detail by all grandmothers. Gogo Mathabela feared that when she dies, her 
granddaughter would feel lost and lonely because she did not biologically belong to 
the family. According to a study by Harrison, Short and Tuoane-Nkhasi (2014:8), 
women’s kinship is expanded due to HIV/AIDS, with many households having 
additional children in need of care because the child’s parents had died due to AIDS. 
Gogo Ginindza, Gogo Motsa and Gogo Gamane expressed that other family 
members would not be very concerned about the welfare of their granddaughters in 
the event they die. Similarly, findings from Sikstrom’s (2014:52) study reveal that 
grandparent caregivers worry about what would happen to their children if they die 
due to old age. Findings also reveal that there are negative repercussions to the 
health of children living with HIV when the primary caregiver dies. The study further 
reported that caregivers who gain custody of children living with HIV after the death 
of the primary caregiver usually disrupt the treatment, leading to potentially deadly 
complications.  
 
Punpanich, et al. (2012) conducted a study on the impact of paediatric HIV on 
caregivers. The findings indicated that children living with HIV had some form of 
learning disabilities, lack of interest, and falling behind in their studies. This caused 
great worry among the caregivers since studying and the school had the most 
negative impact on the child’s daily functioning. 
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4.3.3 Theme 4: Experienced extended duty of caregiving role by 
grandmother 
 
This theme focused on the caregiving role of grandmothers caring for female 
adolescents living with HIV. In skipped-generation households, like all the case 
studies, grandmothers with financial insecurity cared for their orphaned 
grandchildren. This advertently placed a strain on the day-to-day activities of the 
grandmother. Grandmothers were ushered back to the spheres of active caregiving 
which requires energy and dedication at a time when they should be relaxing. The 
advance in age and lack of support, among other factors, led to grandmothers 
experiencing the burden that accompanied the caregiving role. In a study by 
Kassede, Doyle, Seeley and Ross (2014:164) on older people and child fostering in 
Uganda during the HIV epidemic, caregivers reported that fostering took a physical 
toll on older caregivers who were expected to be resting at their age. 
 
Caregiving was an isolating experience for grandmothers which contributed to the 
burden of caregiving. In the case of Simile and her grandmother, the family was not 
fully supportive of the grandmother’s role as a primary caregiver of the 
granddaughters mainly because they were not truly related to her or the family. This 
lack of full support from the family heightened Gogo Mathabela’s feelings of 
responsibility and thus contributed to her burden of care. 
 
4.3.3.1 Category 1: Experienced adherence support through medication 
reminders 
 
HIV medication and managing adherence are the cornerstones in the success of HIV 
management. Grandmothers in this study were faced with the responsibility of 
ensuring that their granddaughters adhere to their medication as strictly as possible. 
All six cases portrayed a picture of the grandmother as a treatment supporter as well 
as the reminder system. This phenomenon is not unique to Eswatini only. In a study 
by Rutakumwa, et al. (2015:2124) it is reported that the caregiver acts as a reminder 
for pill-taking time. As female adolescents matured, they became partners with their 
grandmothers in the management of HIV. The concern with keeping the time for 
medication as recommended made it necessary for grandmothers to plan the 
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activities of the day as well as trips away with caution. Research has indicated that 
caregivers are aware that the child living with HIV’s survival is closely dependent on 
HIV treatment (Sikstrom, 2014:51). Therefore, caregivers’ daily life is overburdened 
and tied to the child’s situation, regardless of whether they are at or away from 
home.  
 
Grandmothers reported that they also served as keepers of the granddaughters’ 
medicines, therefore they needed to be constantly available, particularly around the 
time the medication is taken. Osafo, et al. (2017:7) reported that caregivers and 
patients end up sharing responsibilities in the household to enhance coping with the 
burden of care on the caregiver’s part.  
 
Female adolescents living with HIV actually played an important role in their HIV 
treatment. The grandmothers noted that their granddaughters no longer needed to 
be closely followed and reminded to take their medicines. They knew how to do so 
and most of them just accessed the storage place – which is commonly the 
grandmother’s bedroom – to take their pills at six or seven o’clock in the evening. 
Some grandmothers expressed how time usually slipped their minds and they were 
reminded when they saw their granddaughters moving into the bedroom with 
tumblers of water. Findings from a study by Nong, et al. (2015:97) concurs that as 
children grow older, they also grow in the understanding that they have to take their 
medications every day at the same time.  
 
4.3.3.2 Category 2: Experienced that the emotional support by the 
grandmother led to a deeper attachment to the granddaughter and the 
duty of counselling 
 
As can be derived from the female adolescent experiences in the case studies, 
emotional support played a pivotal role in the life of the female adolescent living with 
HIV. None of the female adolescents in this study has any other person to provide 
them with emotional support other than their grandmother. In the female 
adolescents’ views, their grandmothers had supported them holistically. From the 
case studies, it was evident that when the adolescents had some issues that 
bothered them, their grandmothers were the first to be approached. They reported 
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that their grandmothers had their health interests at heart. The level of trust that had 
developed between the female adolescent and the grandmother had transformed the 
relationship into a deeper and more meaningful one that promoted deeper 
attachment.  
 
The strong and deep bond shared between the caregiver and the adolescent living 
with HIV is not uncommon, as a study (Karimli, Ssewamala & Ismayilova, 2013:7) on 
extended families and perceived caregiver support for AIDS orphans in Uganda 
shows. Findings indicate that children and adolescents, particularly those who were 
orphaned, mentioned the grandparent as the most important adult person in their 
lives. The participants also indicated receiving high perceived caregiver support. 
Furthermore, the study also revealed that female caregivers with whom the child or 
adolescent lived provide greater caregiver support as perceived by the adolescent.  
 
In another study (Biru, Lundqvist, Molla, Jerene & Hallstrom, 2015:10), caregivers 
who care for a child living with HIV described the feelings of love, attachment and 
sympathy that developed during the long period of caregiving. Caregivers reported 
that they viewed the child as their own and believed that they are the ones the child 
can rely on, especially in instances where the parents have died.  
 
4.3.3.3 Category 3: Experienced protectiveness in day-to-day care 
 
Once grandmothers assumed the role of caregiver, they took it as their responsibility 
to protect their granddaughters at all costs. Mainly, the protection of adolescents 
involved keeping their HIV status private within the community. Caring for 
adolescents who live with a disease that is highly stigmatised required caregivers 
who would protect them from comments and discrimination from both members of 
the family and the broader community.  
 
For Gogo Mathabela, protecting her granddaughters started at home where she lived 
with her two granddaughters who were HIV positive in an extended family where the 
bonds became weaker as the relations become distant. Therefore, she felt that she 
needed to keep them under her ‘wing’, away from the brutal comments of the other 
children within the family. For the other grandmothers, protecting the female 
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adolescents involved keeping their HIV status secret and manipulating information to 
community members and school teachers.  
 
4.3.3.4 Category 4: Experienced a burden of care of other family members 
living with HIV 
 
The presence of other family members in the homestead who were living with HIV 
heightened the burden of caregiving for grandmothers. The role of grandmothers 
involved in caring for female adolescents living with HIV was not only limited to 
caring for their granddaughters, but it also extended to other family members. This 
type of health work (Hejoaka, 2009:4) is established when other family members are 
sick with HIV-related illnesses. Simile’s grandmother mentioned the stress and worry 
she went through when one of her sons was very sick but resisted going to the 
hospital for an HIV test. The grandmother had to devise a plan to eventually get him 
tested. The planning and co-coordinating of this care contributed to the burden of 
care for the grandmother. Other grandmothers also experienced the strain of 
providing hands-on care for their biological children when they were sick. 
Grandmothers articulated the confusion about the origins of HIV and the kind of 
disease it was. All grandmothers understood that it was a disease that is progressive 
when their children continued being sick, despite medical attention, and it ended in a 
sorrowful death.  
 
4.4 DISCUSSION OF FIELD NOTES 
 
The field notes that were written during data collection are discussed in the 
passages that follow under the headings: observational notes, theoretical notes, 
methodological notes and personal notes. 
 
4.4.1 Observational notes 
 
All participants from the six case studies were interviewed in their places of 
residence. Most participants looked forward to the interviews, however, some were 
scared that other people in the homestead would overhear the discussions. One 
participant requested that we conduct the interview in the car because there was 
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someone in the house and she feared that her HIV status would be inadvertently 
disclosed. The physical environment was conducive for human dwelling and most 
houses were modern and in good condition. The uncultivated fields indicated issues 
with a lack of money for ploughing and food scarcity. 
 
4.4.2 Theoretical notes 
 
In this study, the researcher had problems with phrasing the themes and categories 
in a manner that would answer the research question.  
 
4.4.3 Methodological notes 
 
The researcher spent a long time developing a rapport with all the participants. 
Ample time was provided to female adolescents to explore their experiences of living 
with HIV. For the grandmothers, even more time was dedicated to the discussion to 
allow grandmothers the latitude to speak and off-load some of the stresses they kept 
in confidence. The researcher, at times, had to help the grandmother complete 
whatever chore she was engaged in to ensure that all her attention would be 
directed to the interview. For instance, Ntombi’s grandmother was collecting Marula 
fruit for a customer who was coming to collect on the day of the interview, so the 
researcher had to assist, and the interview proceeded smoothly afterwards.  
 
The researcher maintained consistency in the way the central questions were asked 
for both the female adolescent and the grandmother. All data were collected through 
interviews and were audio-recorded.  
 
4.4.4 Personal notes 
 
The recruitment of participants in the study was the most challenging part. Few of 
the adolescents met the inclusion criteria for the study and therefore a lot of time was 
dedicated to the recruitment phase of the study. Data collection and analysis also 
posed a huge challenge to the researcher. Data collection was an emotional journey 
for the researcher. Listening to the experiences of the female adolescents and the 
challenges experienced by the grandmothers prompted the researcher to want to 
212 
 
provide some immediate assistance, which was impossible at the time. The 
researcher was particularly touched by the lack of resources on the part of the 
grandmothers and the stress that accompanied it.  
 
4.5 CONCLUSION 
 
In this chapter, the experiences of female adolescents living with HIV as well as the 
experiences of the grandmothers who care for them were discussed. Several 
experiences that made female adolescents’ lives challenging were identified. These 
include the intrapersonal and interpersonal impacts of HIV. For the grandmothers, 
lack of resources, physical and psychological effects, as well as the burden of care 
were identified as their experiences in caring for a female adolescent living with HIV.  
 
In the next chapter, the focus is on the development of a conceptual framework 
based on the empirical data from Phase One of the study. This chapter will present 
the second phase of the study, which is the development and description of the 
conceptual framework for the facilitation of self-management of HIV by female 
adolescents living with HIV and their grandmothers who care for them in Eswatini.  
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CHAPTER FIVE 
CONCEPTUAL FRAMEWORK FOR THE FACILITATION OF SELF-
MANAGEMENT OF HIV BY FEMALE ADOLESCENTS LIVING WITH 
HIV AND THEIR GRANDMOTHERS CARING FOR THEM 
 
5.1 INTRODUCTION 
 
This study explored the experiences of female adolescents living with HIV and the 
experiences of the grandmothers who cared for them. The findings of the study, and 
re-contextualising the findings into existing literature, were discussed in Chapters 
Three and Four of this thesis. The ultimate purpose of this study was to develop 
strategies to facilitate the self-management of HIV among female adolescents living 
with HIV and their grandmothers caring for them in Eswatini. Therefore, in this 
chapter, the researcher presents the conceptual framework for the facilitation of self-
management of HIV based on the empirical data from Phase One of the study. In 
this chapter, the second phase of the study is presented, which was to develop and 
describe the conceptual framework for the facilitation of self-management of HIV by 
female adolescents living with HIV and their grandmothers caring for them in 
Eswatini.  
 
5.2 SUMMARY OF FINDINGS: EXPERIENCES OF FEMALE ADOLESCENTS 
AND GRANDMOTHERS 
 
The paragraphs that follow present a summary of the research findings. 
 
5.2.1 Summary of research findings: Female Adolescents 
 
The development of a conceptual framework from the findings of Phase One of the 
study will facilitate the development of strategies to facilitate self-management of HIV 
by female adolescents living with HIV and their grandmothers caring for them. The 
conceptual framework was derived from the findings of the multiple case studies as 
discussed in Chapter Four. The findings indicated the hardships that female 
adolescents faced on a daily basis as a result of HIV and poverty. Female 
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adolescents experienced a lack of resources for daily living, which affected their 
nutritional status and further heightened the challenges of reaching the health facility 
for clinical appointments. Female adolescents struggled to secure daily meals which 
had negative effects on medication administration. Furthermore, the female 
adolescents experienced physical effects of HIV including pulmonary tuberculosis, 
skin infections, weight loss and flu-like symptoms. In addition to the physical effects 
of HIV, female adolescents also experienced adverse effects from HIV medication.  
 
Findings also indicated that female adolescents require support in their day-to-day 
life with HIV. The main support system that was available to them was their positive 
relationship with their grandmother. This relationship supported open communication 
and counselling. Some female adolescents reported experiencing severe illness after 
being initiated on ART and they therefore wished to discontinue the therapy. 
Through the positive nurse-patient relationship, adolescents were kept on therapy. 
The teen support groups that were provided by the clinic staff were viewed by 
adolescents as ‘safe havens’ and places where they felt free in an environment that 
allowed for sharing of personal stories and experiences without the fear of being 
stigmatised.  
 
Community support was not available for female adolescents since their HIV status 
had not been disclosed to community members for fear of HIV-related stigma and 
discrimination. Concealment of the HIV status was a practice that female 
adolescents engage in to maintain their ‘normal’ status within the community, which 
was a protective mechanism from stigma and discrimination. The concealment of the 
HIV status may be viewed as a ‘protection wall’ that female adolescents used to 
guard their safety from unpredicted reactions from family members, peers and the 
community at large. This ‘wall’ was only deconstructed when a person was deemed 
trustworthy to be informed about the HIV status. According to the female 
adolescents, this rarely happened because people were not to be trusted in their 
reaction and ability to maintain the HIV status a secret. The fact that they could not 
control what the individual may do with the information once they had it, contributed 
to the fear female adolescents had. In some homesteads, only the grandmother and 
the granddaughter knew about the HIV status, hence family support was not fully 
available to some female adolescents.  
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Female adolescents also experienced psychological effects with regard to their HIV 
status. These encompassed difficulty in accepting the HIV diagnosis. The diagnosis 
brought forth feelings of shock and despair for both female adolescents and their 
grandmothers. Due to the loss of friends and disrupted social systems, female 
adolescents experienced loneliness and isolation as a response to stigma and 
discrimination, or the perception thereof. 
 
The spiritual aspect of individuals was brought to light in this study. Participants 
stated that they did not understand why they had to be the ones living with the 
disease and be different from other children their age; however, they received 
strength from their belief in God. In most instances, healthcare workers rarely 
attended to the spiritual dimension of the female adolescents, yet that was their 
source of strength. Female adolescents believed that God chose them to live with 
HIV at a time like this and they were grateful to God for the gift of life.  
 
Skills for coping with daily life challenges as well as dealing with anticipated stigma 
and discrimination, rejection and grief were necessary for female adolescents. 
Participants reported the unresolved grief they experienced in losing parents at a 
young age. The HIV diagnosis was also taken as a loss; female adolescents 
experienced grief at the loss of a negative HIV status. The grief, as a psychological 
effect of HIV, contributed to their poor acceptance of the positive HIV diagnosis.  
 
The constant fear of rejection and stigmatisation drove female adolescents away 
from peers, family members and the community into the deep abyss of isolation and 
loneliness. The prolonged periods of isolation and loneliness turned life into a 
hopeless endeavour and the female adolescents experienced suicidal ideation. Their 
difficulty in accepting the diagnosis also contributed to suicidal ideation. The rejection 
was so profound for female adolescents because the stage of adolescence is related 
to the need to associate with peers (Allen & Loeb, 2015:2) and acceptance by 
certain groups of people is paramount to them. The inability to maintain intimate 
relationships made female adolescents worry whether they would find someone who 
would accept them in the future.  
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Living with HIV made female adolescents feel different because they lived a life that 
was ascribed to hiding some truths about themselves. The overwhelming feeling of 
wishing to be ‘normal’ and, to a larger extent, the fear of rejection, forced the female 
adolescents to employ strategies to conceal their HIV status from their intimate 
partner. Taking their medication was stressful since the female adolescent had to 
devise a plan that would take her away from her partner so she could take her 
medication unnoticed.  
 
The chronic nature of HIV contributed to the poor acceptance of their HIV status. 
Female adolescents imagined the ‘rest of their lives’ living with HIV and relying on a 
pill for support. It could be deduced from the data that self-management is important 
for female adolescents living with HIV because it does not only foster basic life skills 
(Millard, McDonald, Elliott, Slavin, Rowel & Girdler, 2014:55), but also resilience, 
self-love and acceptance. According to Millard, et al. (2013:5), self-management 
fosters life skills that enable individuals to cope with the effects of living with a 
chronic disease. In addition, it emerged from the data that hopelessness that the 
female adolescents experienced due to foreseeing a bleak future contributed to their 
misery and additional worry. This also impaired the quality of life of female 
adolescents living with HIV.  
 
The intention through this study was to develop a conceptual framework from which 
strategies to facilitate self-management of HIV by female adolescents could be 
developed. 
 
5.2.2 Summary of research findings: Experiences of Grandmothers 
 
Grandmothers in this study were all primary caregivers of the female adolescents 
living with HIV. The low economic status of the grandmothers placed them in dire 
financial circumstances in terms of providing for their households. Grandmothers 
found it difficult to deal with the added expense of monthly transport fares to the 
clinic for their granddaughters. In addition to taking care of the female adolescent 
living with HIV, grandmothers were challenged with maintaining the health of the 
female adolescent. This included nutrition which they had a challenge in ensuring 
since they relied on elderly grant pay-outs from the government. Extreme cases of 
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lack of funds prompted participants to borrow money against their grant pay-outs and 
whatever money they received they shared with their granddaughters.  
 
Although not living with HIV, grandmothers also experienced physical effects as a 
result of direct caregiving and being advanced in age. When their granddaughters 
were still very sick, grandmothers provided active care that demanded energy, 
attention and, at times, multiple long walks to the health facility. Some grandmothers 
eventually developed chronic backache as a result of the multiple long walks to 
healthcare facilities. The physical and emotional burden of caring for female 
adolescents living with HIV led to the grandmothers’ physical conditions. For the 
grandmothers, caring for an adolescent living with HIV was physically draining as 
there was a lot of travelling and multitasking involved, coupled with the worry of 
survival. For some grandmothers, the inability to provide and the worry about the 
child’s health that confronted them on a daily basis resulted in physical 
manifestations such as high blood pressure and tremors in their hands and lower 
extremities. Some of the physical effects developed as the grandmothers provided 
care for the female adolescents, while at the same time attempting to conceal the 
HIV status of the female adolescent.  
 
Over and above the physical effects seen in caring, grandmothers also experienced 
psychological effects, including anxiety. Grandmothers worried about the future of 
their female adolescents. Their reliance on a Higher Power represented a coping 
mechanism for the grandmothers as well as an escape from the harsh realities of 
caring for an adolescent living with a highly stigmatised infection. Grandmothers in 
this study believed that it was their duty to care for their granddaughters, so when 
their strength failed, God renewed it for them. The grandmothers reminisced of the 
times when their granddaughters were very sick; they were reminded how God 
performed a miracle for them and their granddaughters survived. Grandmothers 
described how their belief in God empowered them, promoted their coping and kept 
them committed to regular caregiving of the female adolescent.  
 
Grandmothers had a duty to keep the news of the female adolescent’s HIV diagnosis 
strictly within the nuclear family due to fear of secondary stigma and discrimination 
from the community. Grandmothers in this study preferred staying at home to avoid 
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encounters with community members who might have endless questions about their 
granddaughters. These restrictions in movement and association with the community 
contributed greatly to grandmothers’ isolation.  
 
In this study, caregivers had already experienced stigma and discrimination while 
they were caring for their biological children who died of illnesses resulting from 
AIDS. Grandmothers were thus of the opinion that it was imperative to conceal their 
granddaughters’ HIV status as a means of protecting them from the community. This 
endeavour to conceal the HIV status of their granddaughters robbed the 
grandmothers of the opportunity for social support. 
 
Similar to the female adolescents, the grandmothers not only had to deal with 
challenges of concealing the disease but also had to frequently justify the 
granddaughter’s regular visits to the hospital to neighbours. Most grandmothers 
found it difficult to provide sound and convincing responses when community 
members posed questions upon identifying the green chronic care card carried by 
the female adolescent.  
 
Acceptance of their granddaughters’ HIV status was an ongoing endeavour for some 
grandmothers. The HIV-positive diagnosis came as a shock to grandmothers as they 
realised that their own children died from HIV-related illnesses. Based on this 
realisation, participants also experienced unresolved grief. Participants described 
caregiving in HIV as riddled with fear and emotions since they had seen the disease 
claiming the lives of their children and close relatives.  
 
Grandmothers were faced with the responsibility of ensuring that their 
granddaughters adhered to their medication as strictly as possible. All six cases 
portrayed a picture of the grandmother as a treatment supporter as well as a 
reminder system. Their concern with keeping the time for medication as 
recommended made it necessary for grandmothers to plan their activities and trips 
way with caution. Their advanced age and lack of support led to grandmothers 
experiencing the burden that accompanied the caregiving role. The role of 
grandmothers was not only limited to caring for their granddaughters, but it also 
extended to other family members as well. Grandmothers had other family members 
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who required care and support for their HIV treatment. This somehow extended the 
caregiving role of grandmothers. 
 
To initiate the development of the conceptual framework, the researcher discusses 
the mental map in the paragraphs that follow. 
 
5.3 THE RESEARCHERS MENTAL MAP 
 
To develop the conceptual framework for the facilitation of self-management of HIV 
by female adolescents living with HIV and their grandmothers caring for them, the 
survey list of Dickoff, et al. (1968:423) formed the basis for the researcher’s mental 
map to depict the reality as indicated by the research findings. The purpose of the 
researcher’s mental map is to clarify and categorise the related concepts of the 
study. The mental map is illustrated in Figure 5.1, and it facilitates the identification 
and categorisation of associated concepts that were used in the conceptual 
framework. The survey list includes six components, namely the agent, the recipient, 
the procedure, the dynamics, the context and the terminus.  
 
5.3.1 Recipient 
 
The primary recipients are female adolescents living with HIV. Secondary recipients 
are the grandmothers caring for female adolescents living with HIV.  
 
5.3.2 The agent 
 
The agent in this study is the community health nurse based at the ART department 
of the health facility. The nurse is responsible for the activity of facilitating self-
management of HIV by female adolescents living with HIV and their grandmothers 
who care for them. 
 
5.3.3 Procedure 
 
The procedure refers to the activities that guide the facilitation of self-management of 
HIV by female adolescents living with HIV and their grandmothers who care for 
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them. In the facilitation process, the nurse must possess and use the appropriate 
communication skills and a value system that is identical and acceptable to that of 
the female adolescents and their grandmothers. The adolescents will be assisted on 
self- acceptance and self-love. The facilitation establishes awareness of the 
challenges for the adolescent and the means by which this can be addressed.  
 
5.3.4 Dynamics 
 
This refers to the energy source or motivation for the facilitation of self-management 
of HIV. The challenges that female adolescents face on a daily basis as they live 
with HIV motivates them to engage in the facilitation of self-management. For the 
grandmothers, the challenges in the care of female adolescents living with HIV 
present impediments that ought to be overcome to facilitate female adolescents’ self-
management of HIV.  
 
5.3.5 The context 
 
The context refers to the environment where the female adolescent living with HIV 
and their grandmother live, and the community with which they interact on a regular 
basis. The context of this study is the home where the adolescent and grandmother 
reside. The context represents security for the adolescent, a hiding place when they 
feel threatened with discrimination by peers and community members.  
 
5.3.6 The terminus 
 
Though the female adolescents will be assisted to continue with the facilitation 
process, the terminus is linked to the achievement of the facilitation goal which is the 
ability to self-manage HIV. For the grandmothers, the outcome will be the ability to 
care for the female adolescent and support female adolescents’ self-management of 
HIV. 
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Figure 5.1: The Researchers’ Mental Map 
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5.4 THE CONCEPTUAL FRAMEWORK OF THE RESEARCH STUDY 
 
A conceptual framework is a formal attempt by the researcher to organise the 
phenomenon (Polit & Beck, 2017:142) in a manner that promotes understanding. It 
indicates the interrelationship that exists among concepts and provides a pictorial 
display of how concepts in a study relate to one another (Grant & Osanloo, 2014:17). 
Polit and Beck (2017:141) state that a conceptual framework not only represents an 
understanding of phenomena but also indicates the assumptions and philosophic 
views of the researcher. In qualitative studies, the conceptual framework is 
developed after data collection and analysis and it serves to give direction for action 
(Grant & Osanloo, 2014:21). 
 
The assumptions of this conceptual framework are based on the THPN (University of 
Johannesburg, 2017:7). To create a conceptual framework, the researcher obtained 
empirical data from interviews with female adolescents living with HIV and their 
grandmothers caring for them. It was evident that all the experiences of female 
adolescents eventually led to poor self-management of HIV infection. In the 
passages that follow, the structure and purpose of the conceptual framework for the 
facilitation of self-management of HIV by female adolescents living with HIV and their 
grandmothers caring for them are described. The development of strategies to 
facilitate female adolescents’ self-management of HIV was the primary aim of this 
study. 
 
The conceptual framework incorporated the elements of the survey list by Dickoff, et 
al. (1968:515) and was developed following the researcher’s thinking map as 
illustrated in Figure 5.1. This conceptual framework was the basis for the 
development of strategies for HIV self-management by female adolescents living 
with HIV and their grandmothers caring for them.  
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5.4.1 Description and discussion of the conceptual framework 
Figure 5.2: Conceptual Framework of Self-Management of HIV  
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5.4.1.1 The agent 
 
The community health nurse is the first contact with the female adolescent and is 
responsible for managing the female adolescents on ART. The nurse is a sensitive 
and empathetic individual who provides counselling to the female adolescent and 
demonstrates acceptance and understanding. Community health nurses are 
responsible for identifying challenges to ART adherence among female adolescents; 
they have a trusting and supportive relationship with the female adolescent. Findings 
of this study indicated that female adolescents are appreciative of the role played by 
nurses in their lives. The nurse is familiar with the ‘world’ of the female adolescents 
living with HIV by virtue of knowledge of subject matter and experience. The nurse 
reflects trust, acceptance, love and caring. The role of the community health nurse is 
to promote inner peace, self-belief and self-acceptance from individuals who interact 
with the nurse. Her skills and knowledge base allow the community health nurse to 
foster hope for the future for the adolescent who is on life-long therapy.  
 
In HIV management, the treatment supporter is involved in the care of the patient. In 
this study, the treatment supporter is the grandmother as a caregiver. The role of the 
community health nurse is to offer complete information to the caregiver and address 
the caregiver’s concerns. Thus, grandmothers and community health nurses are also 
in partnership in the care of the female adolescent living with HIV.  
 
5.4.1.2 The recipients 
 
The recipients in this study are the female adolescents living with HIV and their 
grandmothers who care for them. The grandmothers are recipients as they also 
receive instruction on how they can assist the female adolescent in their quest for 
acceptance and leading a normal life. 
 
5.4.1.3 The dynamics 
 
The dynamics is the energy that forces the agent and the recipients to engage in the 
activities of facilitation. The female adolescent, the grandmother and the community 
health nurse have energies that inspire them to engage in the facilitation of self-
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management of HIV among female adolescents. The dynamics that motivate the 
recipients and the agent are discussed next. 
 
a)  Motivation for female adolescents as a recipient 
 
The female adolescent living with HIV as a recipient is motivated primarily by the 
lack of provision for daily life, physical effects due to poor health status, side effects 
of HIV medications, lack of community support, fear of stigma which leads to 
concealment of their HIV status, poor acceptance of their HIV status, low social 
integration due to feelings of betrayal, isolation, loneliness, suicidal ideation, lack of 
friends, feelings of loss, such as grief, fear, stress, mistrust and worry about the 
future.  
 
In their day-to-day life, female adolescents experience rejection by peers and 
intimate partners because of their HIV infection. The researcher found that based on 
these reactions from society, female adolescents preferred to isolate themselves at 
home to protect themselves. In most instances, adolescents had negative 
experiences because of limited skills in effectively dealing with these challenges. In 
this study, the female adolescents were living with a chronic disease and were on 
life-long therapy. They were therefore in need of support towards complete self-
acceptance and the acquisition of self-management skills. In order to grow towards 
self-management of HIV, female adolescents needed to develop these skills. The 
findings indicate that the female adolescents were experiencing some turmoil within 
and were unsure how to continue living. Though female adolescents wished for a 
new beginning where they would be accepted by both the community and intimate 
partners, they feared rejection and isolation. 
 
It was identified from the findings of this study that living with HIV had an effect on all 
the dimensions of an individual. HIV interfered with both the internal and external 
environment of the female adolescents, thus addressing the disrupted social 
systems remained imperative as it could facilitate self-management of HIV.  
 
All these negative experiences of HIV hinder the female adolescent from 
participating in effective self-management of HIV. The experience of rejection 
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leading to isolation and suicidal ideation prevents the psychological acceptance of 
the HIV status and a meaningful life with HIV. The motivation for participating in 
facilitation would be to enhance the self-management of HIV leading to a meaningful 
life with HIV.  
 
b) Motivation for the grandmother as a recipient 
 
The grandmothers caring for the female adolescents as secondary recipients to the 
facilitation process were motivated by: their inability to provide for the female 
adolescents, their physical effects secondary to the performance of the caregiving 
role, poor acceptance of their granddaughters’ HIV status, low social integration due 
to isolation and loneliness experienced during caregiving, feelings of loss, such as 
grief due to the loss of other family members to HIV, fear, worry about their 
granddaughters’ future, the burden of care through ensuring protection of the 
granddaughter, the duty of counselling and emotional support, and other cases of 
HIV in the household. For the grandmothers, the motivation would be to experience 
acceptance of their granddaughter’s HIV status and providing for the female 
adolescents living with HIV. Though not living with HIV, the grandmothers may also 
be viewed as recipients because they experienced psychological effects in caring for 
a female adolescent living with HIV as well as the burden of care. This study found 
that grandmothers were physically, emotionally and psychologically affected by their 
granddaughters’ HIV diagnosis and the impaired health that followed. 
 
c)  Motivation for the community health nurse as an agent 
 
On the part of the agent, who is the community health nurse, the engagement and 
desire to assist female adolescents living with HIV in the attainment of self-
management skills would act as a motivation to be involved in the facilitation 
process. The motivation driving the community health nurse will be identified as 
promoting the physical health of female adolescents living with HIV, promoting 
adherence to ART, and preventing female adolescents from morbidity and mortality 
associated with AIDS. The community health nurse recognises that the female 
adolescent has fears about the future, thus their motivation will come from the need 
to prevent the transmission of HIV. This can be done through pregnancy prevention, 
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prevention of mother-to-child transmission of HIV, contraceptive use and sexuality 
education.  
 
5.4.1.4 The context 
 
The interaction between the community health nurse, the female adolescent living 
with HIV and the grandmother take place in the context of the residential home of the 
female adolescent within the community. HIV care in Eswatini follows the home-
based care approach; therefore, self-management of HIV can best be facilitated in 
the home environment. The homes where female adolescents and grandmothers live 
provide a space where female adolescents often feel the most secure and willing to 
engage in honest communication. Community health nurses working in clinics 
predominantly engage in community health where they conduct home visits. The 
facilitation of self-management of HIV within the female adolescent’s home will not 
be outside the scope of the professional community health nurse. 
 
5.4.1.5 The terminus 
 
In this study, the intended outcome of facilitation is the effective self-management of 
HIV by female adolescents living with HIV in Eswatini. Grandmothers will also be 
supported to facilitate female adolescents’ self-management of living with HIV. 
 
5.4.1.6 The procedure for facilitation 
 
According to the University of Johannesburg (2017:7), facilitation is a dynamic 
interactive process aimed at promoting the health of individuals through crafting an 
enabling environment, mobilising resources and identifying challenges in the 
promotion of health. In this study, the facilitation will focus on addressing the 
challenges of living with HIV among female adolescents, which includes: the 
hardships of poverty, social effects of stigma and discrimination, rejection, 
hopelessness, isolation and dealing with betrayal. The interaction between the agent 
and the recipients is mainly for the facilitation of self-management of HIV. For the 
facilitation to take place, there should be a relationship of trust between the agent 
and the recipient. The results of the study already showed that the female 
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adolescents and their grandmothers were appreciative of the relationship they had 
with nurses in the clinical areas. The relationship between the nurse and the female 
adolescent will be dynamic during the facilitation process as a result of the different 
phases the relationship will go through.  
 
The experience, expertise and competencies that community health nurses possess, 
including knowledge of ART, allow them to render meaningful and individualised 
care that promotes healing. The skill and knowledge base of the community health 
nurse is the basis on which the conceptual framework was developed for the 
facilitation of female adolescents’ self-management of HIV. The community health 
nurse will facilitate the acquisition of skills and knowledge that will constitute self-
management of HIV among female adolescents living with HIV. The female 
adolescents’ and grandmothers’ participation in self-management skill acquisition is 
regarded as an opportunity for them to address all issues affecting the emotional, 
physical, mental and spiritual selves.  
 
In Figure 5.2, a conceptual framework for the self-management of HIV is illustrated. 
The process of facilitating self-management of HIV, as depicted by the conceptual 
framework, requires a relationship phase, a working phase and a termination phase. 
In the relationship phase, the community health nurse establishes a therapeutic 
working relationship with the female adolescent and grandmother. In this phase, the 
community health nurse will establish the challenges that the adolescent living with 
HIV experience. The community health nurse will ensure an environment that fosters 
trust and allows for open and honest communication. The community health nurse 
will demonstrate acceptance, empathy and understanding for the female adolescent 
living with HIV and her grandmother to ensure a relationship of trust. Specialised 
nurse-patient relationship building skills will be utilised by the nurse (Fairall, 
Bachmann, Lombard, Timmerman, Uebel, Zwarenstein, et al. 2012:5). 
 
During the working phase, all therapeutic activities will be carried out. The 
community health nurse and the female adolescent will explore the negative 
experiences of living with HIV in detail, and further develop insights into possible 
solutions to the identified problems. The community health nurse will facilitate the 
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learning of skills and communication that will enable self-management. Individual 
goals are set in this phase.  
 
During the termination phase, the community health nurse reviews, with the female 
adolescent and grandmother, if the goals set in the working phase have been 
achieved. Self-management of HIV will be explored and reflected upon. Though the 
relationship between the community health nurse and the female adolescent will not 
come to an end at termination, the phase will allow the female adolescent time to 
reflect on the self-management skills acquired and decide which to transfer to her 
day-to-day life.  
 
Next, the procedure for facilitation is described in depth. 
 
a)  Relationship phase: Building a therapeutic and trusting relationship 
 
The most significant relationship in the facilitation process is between the community 
health nurse and the female adolescent. As indicated by the findings of this study, 
the relationship between the female adolescent and the community health nurse is 
already a positive one of helping and counselling. For the facilitation process, the 
rapport that should be established or strengthened between the community health 
nurse, the female adolescent and the grandmother, is one of trust and honesty. Trust 
is necessary as the foundation of a therapeutic relationship (Sheldon & Foust, 
2014:65) between the community health nurse, the female adolescent living with 
HIV, and the grandmother, because it lays the groundwork for open communication. 
Trust is considered one of nursing’s intangible assets (Rutherford, 2014:285) since it 
impacts on the nurse’s ability to form and maintain meaningful relationships with 
patients. The purpose of a nurse-patient relationship is to ensure positive health 
outcomes in patients; therefore, a meaningful relationship is required to realise this 
goal. Trust implies that the patient can rely on the community health nurse, and 
place confidence in the skills of the community health nurse and the commitment 
that the community health nurse has their best interest at heart (Rutherford, 
2014:284). 
 
230 
 
Honesty is a virtue that is promoted in the field of nursing solely because it enables 
the patient to openly communicate with the nurse on matters that are deemed private 
and confidential (Olshansky, 2011:2).  
 
During this relationship phase, the community health nurse will set a process that will 
be powerful and emotional into motion (D’Antonio, Beeber, Sills & Naegle, 
2014:313). It is imperative for the community health nurse to convey empathy and 
understanding within the home environment that fosters a sense of safety and 
security. Empathy relays the community health nurse’s intellectual understanding of 
the emotional state of the patient (Sheldon & Foust, 2014:65), as well as the desire 
to understand the experiences of the patient from the patient’s perspective. This 
allows the community health nurse to identify the patient’s concerns clearly and 
intervene appropriately. To achieve the goal of self-management of HIV, individual 
experiences of the female adolescents with HIV and the grandmothers’ caring role 
will be explored during the course of the relationship. The intrapersonal and 
interpersonal ineffective coping challenges of living with HIV will motivate the female 
adolescent and grandmother in the facilitation of self-management. The relationship 
phase is discussed under three sub-phases. 
 
i) Facilitating the building or strengthening of a therapeutic and trusting relationship 
between the community health nurse and the female adolescent living with HIV 
ii) Facilitating the building of a therapeutic relationship between the community 
health nurse and the grandmother caring for the female adolescent living with HIV 
iii) Facilitating the exploration of female adolescents’ and grandmothers’ challenges, 
needs and expectations.  
 
Each sub-phase of the relationship is described next.  
 
a.i)  Facilitating the building of a therapeutic and trusting relationship 
between the community health nurse and the female adolescent living 
with HIV 
 
The therapeutic relationship is widely accepted as the basis and essence of the 
community health nurse’s role (Pazargadi, Fereidooni, Moghadam, Fallahi 
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Khoshknab, Alijani Renani & Molazem, 2015:35). A therapeutic nurse-patient 
relationship is defined as a helping relationship based on mutual respect, trust, 
nurturing of faith and hope, and the gratification of the patient’s physical, emotional, 
and spiritual needs through the community health nurse’s knowledge and skill 
(Pullen & Mathias, 2010:1). As indicated by the research findings, a good 
relationship between the community health nurse and the female adolescent is the 
cornerstone in HIV management. In nursing practice, the therapeutic relationship is 
the foundation of all helping and caring relationships the community health nurse and 
the patient can have (Potter, Perry, Stockert & Hall, 2017:209). Its basis is a strong 
and effective communication pattern between the community health nurse and the 
patient. It is important for the community health nurse to have a close working 
relationship with the female adolescent living with HIV in order to realise the goal of 
self-management of HIV. Strong nurse-patient relationships have been identified as 
the key components in ensuring that patients recover from disease (Valente, 
2017:49). 
 
The nurse-patient interaction relates to meaning and purpose in life among patients 
and is an important resource in relation to patients’ psychological health and overall 
well-being (Haugan, 2014:9). For the facilitation process, the community health 
nurse has to develop and strengthen a working relationship with the female 
adolescent. A proper helping relationship also promotes cooperation on the part of 
the female adolescent. The professional relationship between the community health 
nurse and the patient provides a safe, trustworthy, reliable and secure foundation for 
therapeutic activities. The therapeutic nurse-patient relationship has various 
components and phases, including trust, respect, genuine interest and empathy 
(Gillapsy, 2018:16).  
 
Various communication skills can be used by the community health nurse in 
facilitating the building and maintenance of the therapeutic relationship. Such 
communication skills include active listening, non-verbal communication, 
friendliness, displaying empathy, respect, and compassion. For the establishment of 
the therapeutic relationship, the community health nurse has to maximise her 
communication skills as well as an understanding of human behaviours (Potter, et al. 
2017:215). The community health nurse has to have knowledge of the stages of the 
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relationship and the phenomena occurring within the relationship (Sheldon & Foust, 
2014:68).  
 
There are three characteristics that community health nurses should possess in 
order to establish a therapeutic relationship and promote growth in patients. These 
are genuineness, empathy and positive regard. These dimensions are discussed 
within the parameters of the study.  
 
Ø Genuineness 
In order to build trust in a relationship, the community health nurse should be aware 
of her own feelings that arise during the relationship and communicate these when 
appropriate (Sheldon & Foust, 2014:72). Genuineness implies that the community 
health nurse is true to who he/she is as an open, accepting and sincere individual 
who does not hide behind the role of ‘nurse’ (Van den Heever, Poggenpoel & 
Myburgh, 2015:116). It indicates that the community health nurse is available for 
partnership. The involvement of the community health nurse in the therapeutic 
relationship communicates her acceptance of the female adolescent living with HIV 
and the grandmother who is a caregiver to the female adolescent. When a 
community health nurse is engaged in a self-management facilitation process with a 
female adolescent living with HIV, genuineness should be practised for the patient’s 
enhancement of coping. The traits of genuineness will also be emulated by the 
patient. 
 
Ø Empathy 
Empathy implies that the community health nurse ‘feels’ what the female adolescent 
living with HIV feels. With empathy, the community health nurse is able to plan 
appropriate interventions to address the intrapersonal and interpersonal challenges 
of living with HIV and plan coping skills for the female adolescent and grandmother. 
Empathy has been defined as a multidimensional concept that involves accurately 
perceiving the patient’s situation, perspective and feelings, communicating ones’ 
understanding to the patient, and acting on this understanding in a helpful way to the 
patient (dal Santo, Pohl, Saiani & Batistelli, 2013:75). Community health nurses 
should communicate empathy to the patient and exhibit it as a human trait (Terezam, 
Reis-Queiroz & Hoga, 2017:2). Communicating empathy implies the community 
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health nurse’s ability to respond to the female adolescent living with HIV and the 
grandmother in their quest to engage in the facilitation of self-management of HIV. 
With empathic understanding, the community health nurse will be able to understand 
what actually transpires in the life of the female adolescent living with HIV and their 
grandmothers where challenges are concerned, such as the lack of food and money, 
difficulty in accepting HIV diagnosis, loneliness and isolation, suicidal ideation, lack 
of basic life skills, lack of community support, loss of friends and inability to cope. 
Due to empathic understanding of these challenges, the care and support provided 
by the community health nurse will be directed towards assisting the patient in the 
most helpful manner.  
 
Ø Positive regard 
By showing positive regard, the community health nurse views the female 
adolescent and the grandmother as two human beings who are worthy of respect 
and caring. The community health nurse identifies the female adolescent and 
grandmother as capable and having the strength to learn and change behaviours. 
The community health nurse can show positive regard to the female adolescent and 
grandmother through actions. According to Sheldon and Foust (2014:73), positive 
regard is shown through changes in attitude and actions such as attending, 
suspending value judgements and assisting patients in developing their own 
resources. 
 
The community health nurse’s attitude should be that of willingness to work with the 
female adolescent living with HIV and the grandmother, assisting them in developing 
their personal resources for survival, and dealing with low social integration. 
Attending is regarded as the foundation of interviewing. It communicates the 
presence of the community health nurse during a difficult time and her interest in 
helping. During the interaction, the community health nurse can show interest in the 
patient’s story through body language that is relaxed, leaning forward, and 
maintaining easy and comfortable eye contact as required by Swazi culture.  
 
To maintain the therapeutic relationship, the community health nurse must suspend 
judgement towards the female adolescent’s inability to keep clinic appointments as a 
result of the physical challenges of living with HIV and coping mechanisms towards 
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the interpersonal challenges of living with HIV. Stein-Parbury (2011:128) identified 
that this could be done through three ways: recognising the presence of judgemental 
thoughts, identifying which patient behaviour evoked the thoughts, and constructing 
ways to view the patient’s thinking and behaviours. The community health nurse can 
also help the patients identify their own source of strengths and encourage the use 
of those strengths to minimise feelings of hopelessness. 
 
a.ii)  Facilitating the building of a trusting relationship between the 
community health nurse and the grandmother 
 
It is important for the community health nurse to include the family in a patient’s plan 
of care in order to ensure family support and involvement (Boyle, 2015:5). 
Grandmothers, as primary caregivers, deserve to be included in the facilitation of 
self-management of HIV for the female adolescent because they are directly 
involved in caring for female adolescents. The grandmothers have a relationship with 
the community health nurse, and from the findings of the study, the relationship is a 
positive one. The grandmother needs to be included in health plans relating to the 
female adolescent as a treatment supporter. The community health nurse has to 
establish a working relationship with the grandmother, mostly by providing 
explanations of the needs for the facilitation process and how it is going to benefit 
the female adolescent. 
 
a.iii)  Facilitating the exploration of the needs of the female adolescent living 
with HIV and their grandmothers who care for them 
 
An exploration of the needs, expectations and the value system of the female 
adolescent and the grandmother helps to delineate the parameters of the 
relationship and direct the plan of action (Potter, et al. 2017:45). This part of the 
relationship is synonymous with the assessment phase of the nursing process. In 
this phase, the community health nurse actively collects data and explores the 
nursing needs and problems of the female adolescent and the grandmother. 
Information gathered at this point assists in the planning for the working phase. 
During the relationship phase, the community health nurse and the female 
adolescent will collaboratively explore the negative experiences and challenges 
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related to living with HIV. Findings of the study indicated that female adolescents 
experienced negative effects of HIV in all domains of their lives. These will be 
explored in detail and plans and interventions for solving each will be drawn by the 
community health nurse in collaboration with the female adolescent and the 
grandmother. Furnes, Natvig and Dysvik (2014:1089) state that in order to improve 
patient involvement and compliance with the plan of care, it should be developed in 
partnership with the patient. Furthermore, the patient’s preferences in the plan of 
care and facilitation must be taken into consideration to ensure the patient’s 
willingness to participate in the facilitation process. The community health nurse 
needs to facilitate the skills to deal with stigma and discrimination and further 
challenge the female adolescents’ current coping mechanisms that involve social 
seclusion. 
 
An exploration of the beliefs and values of the female adolescent and grandmother 
are also paramount. The value base of the recipients of the facilitation procedure can 
hinder or promote the facilitation. Therefore, the values and the beliefs of the female 
adolescent and the grandmother as recipients must be in harmony with those of the 
community health nurse as an agent to ensure smooth facilitation of self-
management.  
 
The challenges of the female adolescents living with HIV and their grandmothers, as 
outlined by the findings, include the following: 
 
Ø Intrapersonal challenges 
Intrapersonal challenges for the female adolescent may be categorised into physical, 
mental and spiritual needs. Physical challenges are the most bothersome for the 
female adolescent living with HIV and the grandmother, including hardships of HIV 
as well as poverty. They experienced a lack of resources that were needed for daily 
living. This included food which was necessary for the female adolescent on ART, 
and challenges with keeping clinic appointments for ART refills due to lack of 
transport money because the grandmother had no source of income and therefore 
could not fund the monthly trips.  
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Mental challenges of living with HIV were the most profound since they gnawed on 
the female adolescent living with HIV and her grandmother on a daily basis. These 
included the difficulty to accept the HIV diagnosis, feelings of shock and despair, 
grief due to loss of parents and loss of health, as well as suicidal ideation.  
 
Spiritually, the female adolescents and their grandmothers had no challenges 
because they had a positive relationship with the supernatural power which, in this 
instance, was God. However, the challenge rested on the fact that they kept the 
information about their diagnosis concealed even while worshipping in the church 
with other brethren. Female adolescents living with HIV were grateful to God for the 
gift of life.  
 
Ø Interpersonal challenges 
These challenges were extremely heavy for the female adolescent living with HIV 
and the grandmother to deal with. They are also categorised into physical, social, 
and spiritual challenges. The physical challenges related to the lack of physical 
resources that female adolescents living with HIV and the grandmothers 
experienced.  
 
The social challenges included HIV-related stigma and discrimination, rejection by 
the community, unavailability of community support, loss of meaningful friendships, 
and the inability to maintain intimate relationships. Social challenges that female 
adolescents living with HIV and their grandmothers faced involved isolation, which 
gave rise to deep and anguishing loneliness. Spiritual challenges for female 
adolescents living with HIV also involved the secrecy surrounding their HIV 
diagnosis. Female adolescents living with HIV did not believe in disclosing their HIV 
status to members of the church congregation since they were also members of the 
same community where they lived. The female adolescents living with HIV and the 
grandmothers believed that God had chosen them and entrusted them with the 
assignment of living with HIV. 
 
Ø Inability to maintain coping 
Female adolescents living with HIV and their grandmothers were expected to 
effectively cope with the intrapersonal and interpersonal challenges of living with 
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HIV. However, they did not possess the basic life skills to assist them with these 
challenges. Female adolescents living with HIV lacked resilience, self-love and self-
acceptance.  
 
b)  The working phase 
 
The working phase is synonymous to the implementation phase of the nursing 
process. Here the community health nurse implements and executes the facilitation 
procedure which is the facilitation of the female adolescents’ and grandmothers’ self-
management of HIV, which will further enable them to live meaningfully with HIV. 
Moreover, grandmothers will be able to effectively provide care for female 
adolescents living with HIV. The basis of the facilitation of self-management of HIV is 
a strong therapeutic relationship between the community health nurse, the female 
adolescent living with HIV and the grandmother as a caregiver. Ongoing interaction 
between these individuals forms the basis of the working phase.  
 
Facilitation, as an activity that promotes attainment of desirable outcomes for others, 
follows predetermined procedures. A procedure is a step-by-step sequence in 
performing a task (Hornby, 2017:525). All steps in a procedure ought to be followed 
to ensure proper performance of the task at hand. The community health nurse will 
perform the facilitation procedure in close interaction with the female adolescents 
and their grandmothers. The procedure of facilitation of self-management will focus 
on addressing the intrapersonal and interpersonal challenges of living with HIV and 
maintaining coping skills as identified in the relationship phase.  
 
The researcher recognises that complete acceptance of an HIV status is also a 
function of self-acceptance. This is necessary for the motivation to engage in self-
management. Engaging the patient in self-management ensures that HIV is 
effectively managed as a chronic illness. The facilitative role of the community health 
nurse transfers skills, knowledge and confidence to the female adolescents as they 
embark on a life-long journey of self-management of HIV.  
 
This phase is the heart of the facilitation procedure. In this phase, the community 
health nurse, as an agent, strives to impart knowledge and skills for self-
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management of HIV to the female adolescent and their grandmother. Self-
management of HIV involves acquiring skills for resilience, self-love, self-
acceptance, and medication taking skills. Female adolescents living with HIV will 
learn about effective coping mechanisms through being nurtured by the community 
health nurse as a facilitator. The community health nurse will have to be vigilant that 
skills that have the potential to promote self-management are acquired and 
demonstrated. Within this phase, the community health nurse will have to employ the 
nursing process in terms of implementation of teaching and facilitation and then 
evaluate the expected outcomes of the implementation. 
 
Following are the activities that may be performed during the working phase to 
facilitate self-management of HIV: 
 
Facilitating skills to deal with intrapersonal challenges 
• Facilitating self-sustenance to deal with the hardship of HIV and poverty. 
• Facilitating acquisition of skills for maintenance of health. 
• Facilitating mental health skills: poor acceptance of HIV, grief, suicidal 
ideation.  
• Strengthening the spiritual life/domain. 
 
Facilitating skills to deal with interpersonal challenges 
• The home and community as a therapeutic environment. 
• Facilitating social integration: stigma and discrimination, loss of friends and 
relationships. 
Facilitating maintenance of coping 
• Facilitating resilience, self-love and self-acceptance. 
• Facilitating the acquisition of basic life skills. 
 
In the paragraphs that follow, each of the facilitation points will be discussed in detail. 
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b.i) Facilitating skills to deal with intrapersonal challenges 
 
To facilitate self-management of HIV, the female adolescent living with HIV and the 
grandmothers must first be assisted with skills that will contribute to the way they 
deal with intrapersonal challenges.  
 
Ø Facilitating self-sustenance to deal with the hardship of HIV and poverty 
Nutritional status is an imperative factor in the disease process of HIV since nutrition 
and the functional state of the immune system are closely linked (Gadzirayi, 
Mutandwa, Mafuse & Manyumwa, 2014:124). The study indicated that female 
adolescents living with HIV and their grandmothers experienced a shortage of food 
in the household. Interventions that aim to ensure access to food and a high-quality 
diet remain important for the person living with HIV (Tirivayi & Groot, 2011:688). 
Therefore, a home gardening project will be one intervention that can improve the 
livelihood of the female adolescent and the grandmother as recipients. A home 
gardening project could improve their access to quality and quantity of foods, as well 
as dietary diversity and micronutrient status. The role of the community health nurse 
as an agent may be to teach recipients how to prepare the garden beds using locally 
available substances such as kraal manure, planting and watering seedlings. The 
vegetable garden may be used both for subsistence farming and for income through 
the sale of produce.  
 
Keeping girls at school has been shown to positively affect the health of future 
generations (Olmos, 2011:10). In this instance, continued education for the female 
adolescent living with HIV will improve the likelihood of brighter and more promising 
futures, with increased earning capabilities. The community health nurse has to 
communicate the benefits of continued education and the scholarship opportunities 
for children who are AIDS orphans to the female adolescents living with HIV and the 
grandmother.  
 
There is a need for both the community health nurse and the grandmother to source 
funds to improve the life of the grandmother and the family. Dependents in a female-
headed household are considered a vulnerable group (Shabalala, et al. 2016:14) 
since they are economically disadvantaged. Female adolescents living HIV are 
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concerned about the financial state of the household; as a result, some drop out of 
school in search of employment. With facilitation, the mobilisation of resources is 
important. Community health nurses through their linkages can identify and apply for 
funding.  
 
Ø Facilitating acquisition of skills for maintenance of health 
Support for self-management is an acceptable role for community health nurses (van 
Houtum, Rijken, Heijmans & Groenewegen, 2015:223). Female adolescents living 
with HIV and grandmothers did not possess sufficient self-care capabilities to 
succeed in performing activities that promote and maintain health. Thus, it is the role 
of the community health nurse to promote knowledge and skill acquisition for the 
maintenance of health. Female adolescents living with HIV need to be taught how to 
adhere to antiretroviral medication and its importance. Knowledge on the expected 
side effects and how to deal with them is critical, since female adolescents living with 
HIV experienced side effects of HIV medication and had difficulty in dealing with 
them. Therefore, female adolescents living with HIV need to develop self-care skills 
related to medication administration, symptom management and when to report to 
the clinical facility. The community health nurse will develop a teaching curriculum on 
the commonly occurring physical effects of HIV and their home remedies, as well as 
the side effects of ART and their home remedies. The remedies may have to be 
demonstrated to the female adolescent living with HIV and the grandmother. Return 
demonstrations of the remedies may have to be done for the community health 
nurse to be convinced that learning has occurred.  
 
The community health nurse also needs to ensure that the female adolescent living 
with HIV is involved in active participation in peer groups and is given some form of 
responsibility since that has a bearing on the choice of health promoting or risky 
behaviours. Self-management of HIV for female adolescents living with HIV also 
involves the prevention of transmission of the virus to the next person. Hence, to 
break this cycle, the community health nurse has to teach the female adolescent 
living with HIV to plan for future pregnancies and undertake interventions that will 
ensure that the baby is HIV-free.  
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Ø Facilitating emotional and mental health  
The presence of HIV is associated with the development of mental and emotional 
health problems. In this study, female adolescents living with HIV experienced a 
heavy emotional burden when they were formally diagnosed with HIV. Their shock 
and despair were profound and female adolescents had only their grandmother for 
emotional support. However, the grandmother had no available form of support 
herself and, as a result, experienced physical manifestations of disease due to the 
emotional burden. Female adolescents living with HIV had difficulty accepting the 
HIV status which had effects on their mental health as well. The community health 
nurse has to assist the female adolescent living with HIV to regulate and manage 
their emotions in order to acquire emotional intelligence (Jahangiri, Hasani, Alipour & 
Zemeydani, 2016:189).  
 
Female adolescents living with HIV and their grandmothers should be assisted to 
identify and increase their protective factors by offering activities that foster a sense 
of purpose, resilience and acceptance. Taking a step back to re-energise and think is 
necessary when faced with life-changing circumstances like an HIV diagnosis. 
However, female adolescents living with HIV should strive to maintain a good 
balance between social interaction and solitude to avoid unnecessary loneliness 
which will give rise to suicidal thoughts. Female adolescents living with HIV need to 
be taught to be aware of their thinking and worries so that they can seek support 
from their grandmother, community health nurse and social workers.  
 
Female adolescents living with HIV have to be taught about the common signs of 
mental health problems that require them to reach out to the community health 
nurse. Social workers and psychologist are some of the healthcare team members 
that may have to be made available for female adolescents living with HIV. The grief, 
feelings of loss, loneliness and rejection female adolescents experience require 
attention from mental health practitioners. Therefore, strengthening the Teen Club 
with psychologists may promote good mental and emotional health among female 
adolescents living with HIV. Also, attendance to the Teen Club is important since it 
allows the female adolescents to get support from club members.  
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Female adolescents living with HIV may also need to be taught to avoid being too 
hard on themselves. Some have worries about their future while living with HIV. 
Others have added cares because they are finding it difficult to forgive their parents 
for their HIV infection.  
 
To promote mental health, the community health nurse can also offer ongoing 
counselling to both the female adolescent and the grandmother. The rationale 
behind ongoing counselling in HIV is that there are a plethora of issues surrounding 
HIV that cannot be dealt with in one session. Findings of this study indicated that 
female adolescents living with HIV experienced psychological effects ranging from 
poor acceptance of HIV status, low social integration because of betrayal, loneliness, 
suicidal ideation and lack of friendships. Poor acceptance is associated with Ross’ 
(in Lim, 2013:11) stage of denial which is normal after the diagnosis of a terminal 
illness. Here, the community health nurse needs to address issues of preventing HIV 
transmission. Some female adolescents living with HIV in this study were perinatally 
infected with HIV and thus found themselves in this situation without their choice. 
Intensive counselling needs to focus on the vertical transmission of HIV. Therefore, 
the need for ongoing counselling will be determined by the individual needs of the 
female adolescent living with HIV.  
 
Disclosure counselling is one of the aspects of female adolescents living with HIV 
and grandmothers have to address in order to receive the necessary support. The 
extended burden of care experienced by grandmothers can lead to emotional and 
physical health problems. Thus, the stress that arises from caregiving needs to be 
attended to through counselling on coping with the demands of caregiving in 
advanced age.  
 
Living with HIV requires mental strength for dealing with harsh and disrupted social 
systems and the resultant stresses. Psychological stability speaks to the ability of the 
female adolescent living with HIV to have a positive outlook on life (Chatuverdi & 
Chander, 2010:38). Female adolescents living with HIV and grandmothers will be 
required to take control of their thoughts and feelings. Expressive writing exercises 
may be implemented where recipients will record their thinking patterns, feelings, 
meaningful life experiences and future plans (Furnes, et al. 2014:1087). This activity 
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will mainly apply to female adolescents living with HIV because most grandmothers 
cannot write. It will increase the awareness of their thoughts and assist them in 
blocking negative thoughts. Female adolescents living with HIV need to effectively 
cope with the grief associated with losing parents at a young age and being HIV 
positive. For female adolescents who were behaviourally infected, self-forgiveness is 
important for them to live a worry-free life. Transcriptions of the data also indicated 
that some female adolescents were wondering why their parents never protected 
them from the infection; they were struggling with forgiveness towards their dead 
parents. 
 
Ø Facilitating strengthening of the spiritual life/domain 
The community health nurse, after establishing the value and belief system of the 
female adolescent and the grandmother, has to assist them in strengthening their 
relationship with their supernatural power. This implies that the community health 
nurse also needs to be aware of his/her own spirituality. A healthy spiritual life 
imparts a sense of hope and a future for believers (Vitorino, Lucchetti, Leao, Vallada 
& Peres, 2018:3). Female adolescents and their grandmothers already have a 
positive relationship with God, but it may need strengthening to facilitate and 
enhance coping. Identifying blessings and being grateful for them may be one of the 
ways to enhance the spiritual life of the recipients. The female adolescents and their 
grandmothers were already grateful to God for the gift of life. With the worries that 
adolescents experienced, they may have to surrender them to God in prayer each 
time a concern crops up. Prayer has the ability to elicit a relaxation response as well 
as feelings of hope, gratitude and compassion, which have a positive effect on the 
individual’s health and well-being (Krentzman, 2016:10). A strong spiritual outlook 
may assist one to find meaning in life’s difficult circumstances (University of 
Minnesota, 2016:2). The community health nurse may have to schedule an 
appointment for the female adolescent living with HIV and the grandmother with a 
spiritual leader of their choice to facilitate their spiritual growth. 
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b.ii) Facilitating skills to deal with interpersonal challenges  
 
Interacting with family members and the community remains important in the 
facilitation procedure and the day-to-day life of the female adolescent living with HIV 
and their grandmother.  
 
Ø Facilitating the home as a therapeutic environment 
The ability to engage in self-management is directly affected by factors related to 
one’s community, home environment and availability of resources (Grady & Gough, 
2014:3). Community health nurses are tasked with manipulating the environment in 
such a way that it is conducive for the patient and allows interventions to be 
implemented in a safe manner. A therapeutic environment allows the patient to 
recover and also permits the patient to engage in self-care measures (Huisman, 
Morales, van Hoof & Kort, 2012:75).  
 
The therapeutic environment is also referred to as the therapeutic milieu (Potter, et 
al. 2016:330). As a context for the facilitation of self-management of HIV, the home 
environment has the capacity to influence the facilitation procedure. According to 
Grady and Gough (2014:11), the context in self-management is pertinent since it 
may hinder or promote self-management.  
 
During the facilitation of the therapeutic environment, the community health nurse 
considers the female adolescents living with HIV and the grandmothers’ culture, 
beliefs, values and social role/standing in order to promote the acquisition of self-
management skills. The grandmother and female adolescent living with HIV should 
be involved in the facilitation of the therapeutic environment to promote collaboration 
and enhance the attainment of HIV self-management goals. In homesteads, where 
disclosure has not been done for other family members, the community health nurse 
and the grandmother should decide how they will explain the rationale for a visit to 
the other family members. If necessary, the process of disclosure should be outlined 
for the female adolescent living with HIV and the grandmother, and the decision to 
disclose should be left with them. This will promote a conducive environment for the 
female adolescent to live in and may promote family support. As Baumann (2012:2) 
noted, self-management exists in the context of other people as well as influencers.  
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The home environment would be considered conducive when daily needs for 
survival are provided. The community health nurse should, in collaboration with the 
grandmother, identify a suitable piece of land within the family compound that can be 
used for vegetable gardening. The role of a therapeutic environment is to support the 
foundation of self-management since it consists of the activities that are done at 
home by people to manage disease (van Houtum, et al. 2015:16). 
 
Ø Facilitating social integration  
Rebuilding connections between an individual living with HIV and their social 
environment is important. Given the complicated meaning of HIV to different persons 
(Qiao, Nie, Tucker, Rennie & Li, 2015:3), the community health nurse will first have 
to identify the meaning of HIV to the female adolescent in relation to the social 
environment, including the community. Female adolescents living with HIV are under 
no obligation to disclose their HIV status, but it is a humane thing to do, particularly 
at the beginning of an intimate relationship. 
 
In following Ross’ theory (in Stroebe, Schut & Boerner, 2017:3), denial is a normal 
process of grief; however, when it is protracted, then it is considered pathological. 
Failure to accept an HIV-positive diagnosis has been linked to internal stigma among 
persons living with HIV (Grossman & Stangl, 2013:9; Stangl, Lloyd, Brady, Holland, 
& Baral, 2013:13). Internal stigma is identified as significantly dangerous since it 
affects the self-concept of the individual (Audet, McGowan, Wallston & Kipp, 
2013:5). It has many effects including isolation, hopelessness and suicidal ideation. 
External stigma is perpetrated by the community and it leads to low social integration 
among people living with HIV (Audet, et al. 2013:5). People living with HIV fear 
discrimination, feel isolated and lonely. Female adolescents living with HIV had 
experienced stigma and discrimination ranging from subtle to overt forms, and this 
was causing them to fail to cope. It is thus vital for the community health nurse to 
promote coping skills and foster endurance.  
 
The rampant HIV discrimination caused the female adolescent living with HIV to 
worry about their future in terms of whether they will find a partner and have a 
respectable career, since they were not doing well at school. It must be noted that 
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the core of stigma and discrimination in HIV is the lack of knowledge on HIV and the 
myths and misconceptions surrounding HIV and AIDS (Turan, Budhwani, Fazeli, 
Browning, Raper, Mugavero & Turan, 2017:7). The community health nurse, as an 
agent, will be expected to provide support to female adolescents living with HIV and 
grandmothers to assist them in coping with stigma and discrimination as they 
embark on a journey of the disclosure. Female adolescents living with HIV will be 
taught on the types of disclosure, ranging from selective disclosure to pre-emptive 
disclosure (Swendeman, Ingram & Rotheram-Burus, 2009:8). The community health 
nurse will impart knowledge and skills on how the female adolescent living with HIV 
and the grandmother are to react to negative attitudes displayed by family members, 
friends, and community members.  
 
In this study, most female adolescents living with HIV were still in school and 
therefore the school represented another community which also perpetuates stigma 
and discrimination through exclusion and derogatory language by teachers. The 
nurse needs to impart knowledge and skill to female adolescents living with HIV on 
how to deal with stigma and discrimination in the school environment.  
 
b.iii) Facilitating maintenance of coping 
 
Self-management of HIV greatly relies on the coping mechanisms of the individuals 
to be capacitated. It is imperative for the community health nurse, as the agent, to 
identify the current coping mechanisms of the female adolescent living with HIV as 
well as the grandmother. 
 
Ø Facilitating resilience 
Resilience refers to the female adolescent’s ability to adapt to the misfortunes and 
setbacks of life (Mayo Clinic, 2018: para4). Female adolescents living with HIV need 
to develop resilience since they cannot change their HIV status. Also, they cannot 
change the community’s perceptions and actions towards people living with HIV, but 
they can adapt and be flexible to live with HIV in an emotionally stressful 
environment. The purpose of building resilience is to protect the female adolescent 
living with HIV and the grandmother from turning to unhealthy coping mechanisms 
such as solitude and suicide. Findings indicated that female adolescents living with 
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HIV experienced suicidal ideation as a result of the profound loneliness they felt as a 
consequence of social exclusion. During the facilitation, the community health nurse 
will teach the female adolescent living with HIV to harness her inner strength to deal 
with the stigma and discrimination from the community and the rejection that she 
experiences. Female adolescents living with HIV will understand that HIV will remain 
a highly stigmatised and less acceptable condition for a long time and they have to 
look past that, find the meaning in life, and handle the stress that comes with living 
with HIV.  
 
As much as the HIV infection is a loss to health that is accompanied by poor 
acceptance, grief, and feelings of loss, female adolescents living with HIV should still 
be able to keep functioning. Female adolescents living with HIV will learn 
communication skills that they will use to reach out to people they trust for help and 
support. To foster resilience, the community health nurse must teach the female 
adolescent living with HIV the skills of developing and maintaining supportive 
relationships, both within and outside the family sphere. The relationship between 
the grandmother and granddaughter would need to be reviewed to allow for it to be 
strengthened and to make it even healthier. Findings of the study depicted the 
grandmother-granddaughter relationship as warm and supportive, and it fostered 
open communication. Positive and supportive relationships have been shown to 
enhance an individual’s resilience. 
 
The outcomes of resilience that are enviable for the female adolescents living with 
HIV and their grandmothers are self-love, self-acceptance, confidence and goal-
directedness (American Psychology Association, 2018:1). Female adolescents living 
with HIV must live a life that has a sense of direction and purpose. The journey to 
self-love is a desirable characteristic for female adolescents living with HIV. The 
community health nurse will facilitate mindfulness, self-love and humanity to female 
adolescents living with HIV with the objective of transforming their relationship with 
themselves and further promote self-care.  
 
Self-love is one of the expected outcomes of the facilitation process and it is vital for 
the well-being of humanity; therefore, it is important to foster this among female 
adolescents living with HIV. This sense of self-love is lacking among female 
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adolescents living with HIV, hence, their suicidal ideation when faced with the 
realities of rejection by intimate partners, peers and the larger community. By being 
assisted to cultivate a feeling of self-love, female adolescents living with HIV will be 
able to realise that they are worthy of life and have the ability to give and receive 
love truthfully. 
 
An inference from the findings indicated that female adolescents living with HIV had 
a need to be in a romantic relationship as a seal that they were still worthy 
individuals. To prolong this feeling of being worthy, female adolescents living with 
HIV concealed their HIV status – the one thing that made them feel unworthy of the 
love of another person. Therefore, it is important to cultivate the feeling of self-love 
so that female adolescents living with HIV would have the ability to disclose their HIV 
status in a timely manner and brave rejection. 
 
Self-acceptance is an individual’s satisfaction with themselves (Albright & Fair, 
2018:5). Findings of the study indicated that female adolescents experienced 
immense difficulty in accepting a positive HIV status, which denoted that female 
adolescents living with HIV had not accepted a part of their life. Disclosing a positive 
HIV status to intimate partners will be easier for female adolescents living with HIV 
who have fully accepted themselves and their status. They will have the confidence 
to share their HIV status to intimate partners without fearing the outcomes of the 
disclosure. The community health nurse will facilitate self-acceptance for female 
adolescents so that they can live a life without the fear of affliction or negative bias 
from the community. Self-acceptance will allow female adolescents living with HIV to 
embrace all facets of their lives – including HIV infection.  
 
Confidence is a crucial component of self-management. Female adolescents living 
with HIV require confidence in their ability to self-manage HIV. They need confidence 
to constructively deal with the harsh reactions of the community, harsh realities of 
rejection, loss of friendships and grief associated with AIDS loss. Confidence 
enables female adolescents to develop the inner sense of value that is associated 
with self-love and acceptance. The community health nurse will assist in promoting 
confidence by teaching female adolescents living with HIV skills in maintaining 
health, ideal body weight, and self-esteem.  
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To build resilience with the female adolescent living with HIV and the grandmother, 
the community health nurse will teach them the following skills: 
 
Ø Making connections 
Connections within the human race are based on the philosophy of Ubuntu which 
categorically states that a person is a person through other person(s) (Eliastam, 
2016:3). Positive and strong connections that are made with the grandmother, family 
members and peers are important. These relationships are significant for the support 
they can provide to the female adolescents living with HIV and the grandmother. The 
findings indicated that the female adolescents living with HIV consciously avoided 
interacting with peers and discussing HIV-related subject matters for fear of being 
caught out that they were living with HIV. The role of the community health nurse is 
to enhance the social skills of the female adolescent living with HIV in forming and 
maintaining relationships. In the clinical area, female adolescents living with HIV 
have to be allocated into peer groups according to age to facilitate sharing of 
experiences and open communication. For the grandmother, having a person to talk 
to as they care for female adolescents is paramount in preventing vicarious fatigue. 
Positive relationships foster hope among female adolescents living with HIV.  
 
Though connections are necessary for female adolescents living with HIV and their 
grandmothers who care for them, female adolescents need to be taught to assess a 
person’s willingness to accept HIV-positive friends. Female adolescents living with 
HIV will also be taught about the tactics of keeping their HIV status private in a 
manner that does not induce stress in them. In living with HIV, not every person 
deserves to know about the HIV status. Female adolescents living with HIV were 
aware that they could not freely go about talking about their HIV status. 
 
Ø Goal setting and working towards goal achievement 
Female adolescents living with HIV need to live and make every day meaningful 
(American Psychological Association, 2018:5). Hence, they need to be taught to 
identify something that they can do that gives them a sense of accomplishment and 
a sense of purpose with each day. They should be taught how to set goals that will 
help them see their future. In this study, female adolescents living with HIV were in 
school, therefore, setting goals related to the grades for tests and assignments 
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would be a perfect start. Achieving the goal of education will provide a huge sense of 
accomplishment for female adolescents living with HIV, particularly because the 
findings indicated that they had uncertainties about their future due to their poor 
performance at school. 
 
Ø Taking decisive action 
Individuals who are confronted by unfortunate life circumstances tend to detach from 
the problem and wish it away (American Psychological Association, 2018:4). The 
community health nurse will teach female adolescents living with HIV how to bravely 
face a situation and act on it by identifying what can be done, making a plan and 
then following through with action. As stated, female adolescents living with HIV 
experienced isolation as a result of rejection and HIV-related stigma and 
discrimination. Grandmothers, on the other hand, experienced isolation during 
caregiving due to lack of disclosure of their granddaughter’s HIV status. Female 
adolescents living with HIV need to identify what can be done to deal with the 
problem of social seclusion before it turns pathological. They should then take 
decisive action that will ensure the situation improves.  
 
Ø Nurturing a positive view of self 
Due to living with HIV, female adolescents perceived themselves as unworthy to be 
in an intimate relationship and be part of a community, as informed by the rejection 
they experienced. The community health nurse will assist the female adolescents 
living with HIV to realise that they are worthy human beings. The community health 
nurse will assist the female adolescents living with HIV in identifying attributes about 
themselves that make them unique, be it abilities to solve problems or trusting in 
their own instincts. Taking pride in these attributes helps build resilience. Nurturing a 
positive view of the self may be a function of self-love and self-acceptance.  
 
Ø Cultivating hope 
Hope is considered a feeling that makes human beings believe in positive outcomes 
regarding their life circumstances (Galvao, Bonfim, Gir, de Lima Carvalho, de 
Almeida & Balsanelli, 2012:1). Female adolescents living with HIV realised that they 
could not change that they were perinatally infected with HIV, however, they needed 
to look to the future. Frequent contact with the community health nurse as well as the 
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monthly Teen Club meetings can assist the female adolescents living with HIV in 
realising that they are not the only ones suffering from the harsh realities of HIV; 
others are there and still surviving. The community health nurse should encourage 
the female adolescents living with HIV to attend the Teen Club meetings because, in 
doing so, there is the realisation that others are living with HIV and they are 
progressing in life.  
 
The community health nurse may have to organise role models for female 
adolescents living with HIV, for example, other girls who were born with HIV, who 
have studied and got admission into tertiary level education. This will increase the 
awareness that HIV is just one part of life and when well-managed, people can have 
meaningful and enjoyable lives. By cultivating hope, the community health nurse 
would be providing the female adolescents living with HIV the courage to keep on 
fighting for improvement in their lives. The willingness of the community health nurse 
to engage in the facilitation procedure on its own nurtures hope on the part of the 
female adolescent living with HIV. 
 
For the grandmother, seeing the female adolescent living with HIV healthy and being 
taken care of by the community health nurse, builds the hope that the female 
adolescent will survive, and furthermore, that even when the grandmother is no 
longer around, there are people who will care for the female adolescent living with 
HIV. 
 
Ø Self-care 
HIV infection affects all the domains of life of an individual. Therefore, taking care of 
the self is very important in people living with HIV. The study findings indicated that 
female adolescents living with HIV experienced physical effects of HIV including 
nausea, dizziness and abdominal pain. They need to be taught symptom 
management and the prevention of physical signs and symptoms. The community 
health nurse needs to first assess the level of self-care that female adolescents living 
with HIV have before facilitating their self-care measures. Self-care measures – 
including physical activity, adequate sleep and a healthy diet – will be taught to 
female adolescents living with HIV. The ability to take medication as prescribed and 
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keeping clinic appointments is also part of self-care and requires facilitation among 
female adolescents living with HIV.  
 
Female adolescents living with HIV and their grandmothers also have to tend to their 
feelings. The community health nurse can teach them to practice stress 
management and relaxation techniques such as prayer, deep breathing, meditation, 
and yoga. From the findings, it will be easier for the grandmothers and the female 
adolescents living with HIV to choose prayer as one of their relaxation techniques 
since they demonstrated a positive relationship with God. However, other means of 
relaxation are still significant and must be facilitated.  
 
Grandmothers experienced physical symptoms as a consequence of caregiving 
which included fatigue, backaches and tremors. Self-care measures for the 
grandmother, as a caregiver, include taking care of her own health, relaxation 
techniques, taking a break from caregiving, and practising communication skills 
since they are dealing with adolescents. Grandmothers particularly need to take care 
of their health if they wish to be around for their granddaughter. Grandmothers tend 
to ignore their physical symptoms and expend all their energy in taking care and 
worrying about their granddaughter.  
 
Ø Facilitating the acquisition of basic life skills 
Social facilitation is one of the cornerstones of self-management. Life skills, such as 
problem solving, decision-making and communication help to develop confidence 
among people (British Council, 2019:1). Most life skills do not just develop unaided; 
people need to be taught. The community health nurse’s facilitation of social 
inclusion skills for both female adolescents living with HIV and their grandmothers is 
paramount for effective self-management of HIV. The social inclusion of people living 
with HIV is considered a human rights issue. Here, female adolescents and their 
grandmothers will be taught confidence, decision-making, communication, and 
personal responsibility.  
 
Prevention of HIV transmission as well as re-infection is one of the top priorities of 
self-management of HIV. Female adolescents living with HIV worried about their 
future, which may involve worrying about the transmission of the virus to their 
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partners and children. The community health nurse has to capacitate the female 
adolescent living with HIV on ways of preventing HIV transmission to either an 
intimate partner or baby.  
 
Female adolescents living with HIV experienced low social integration as a result of 
fear of stigma and discrimination, fear of betrayal, fear of rejection by the community 
and intimate partners. Grandmothers, on the other hand, experienced fear of 
secondary stigma and discrimination because of their association with persons living 
with HIV. The feelings of hopelessness and isolation among grandmothers and 
female adolescents living with HIV were due to their limited interpersonal 
communication skills. The community health nurse’s role will be to facilitate 
interpersonal communication skills among female adolescents living with HIV and 
their grandmothers in order to improve their ability to seamlessly integrate into the 
community after experiencing low social inclusion. Good interpersonal 
communication skills reduce patients’ feelings of hopelessness and isolation. For 
female adolescents living with HIV, to experience positive social integration there is a 
need for them to learn interpersonal communication skills.  
 
Female adolescents living with HIV faced a challenge regarding when and how they 
were supposed to communicate their HIV status to their intimate partners. In this 
study, the fear of disclosure to intimate partners was motivated by the fear of 
rejection. Therefore, the community health nurse, as an agent, should also focus on 
imparting knowledge and skill to the female adolescent living with HIV on how to 
communicate their HIV diagnosis.  
 
Moreover, the mental strength to accept rejection needs to be taught to female 
adolescents living with HIV; the ability to gracefully accept rejection is a function of 
self-acceptance. Female adolescents living with HIV need to realise that their part is 
to communicate their HIV status truthfully, and they cannot control the behaviour of 
the other person. Self-management of HIV requires that the patient be active in 
decision-making regarding her care, so communication skills should also focus on 
the nurse-patient relationship. 
 
254 
 
The community health nurse, as the agent, has to facilitate the acquisition of 
interpersonal communication skills for both the grandmother and the female 
adolescent living with HIV. The grandmothers experienced low social integration 
partly because they were interested in protecting the details surrounding the illness 
of their granddaughters. As a result, the grandmothers also require facilitation to 
promote her ability to hold a conversation without disclosing their granddaughters’ 
HIV status.  
 
5.4.1.7 The termination phase 
 
In this phase, both the community health nurse and the female adolescents living 
with HIV and the grandmothers will realise that the goal for the facilitation has been 
met. Together, the community health nurse and the female adolescent living with 
HIV will review the progress made throughout the facilitation relationship. The 
community health nurse will assess the female adolescent’s ability to self-manage 
HIV. Because HIV is a chronic disease and ART is a life-long therapy, the 
relationship between the community health nurse and the female adolescent living 
with HIV and grandmother will change to allow them to live independent lives. The 
endpoint of the facilitation process is the ability of the female adolescent living with 
HIV to self-manage HIV infection and the grandmother indicating the ability to care 
for the female adolescents living with HIV. It is at this stage that the community 
health nurse, as the agent, will bid the recipients farewell.  
 
If, for some reason, the female adolescent living with HIV relapses or loses a self-
management skill, she will be allowed to resume a self-management facilitation 
procedure with the community health nurse as an agent. The provision for this is 
indicated by the small reverse arrows in the conceptual framework.  
 
5.5 CONCLUSION 
 
In this chapter, the researchers’ thinking map and the conceptual framework 
regarding self-management of HIV by female adolescents living with HIV and their 
grandmothers who care for them were presented and discussed. The conceptual 
framework was developed from the empirical data in Phase One of the study. The 
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strategies to facilitate self-management based on the conceptual framework, will be 
developed and discussed in the next chapter.  
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CHAPTER SIX 
THE DEVELOPMENT OF STRATEGIES TO FACILITATE THE SELF-
MANAGEMENT OF HIV AMONG FEMALE ADOLESCENTS LIVING 
WITH HIV AND THEIR GRANDMOTHERS CARING FOR THEM IN 
ESWATINI 
 
6.1 INTRODUCTION 
 
In the previous chapter, the researchers’ thinking map and the conceptual framework 
on self-management of HIV by female adolescents living with HIV and their 
grandmothers who care for them was presented. The conceptual framework was 
developed from the empirical data in Phase One of the study. The conceptual 
framework will guide the development and description of the strategies for the 
facilitation of self-management of HIV by female adolescents and their grandmothers 
who care for them. The purpose of this chapter is to develop and describe the 
strategies for self-management of HIV by female adolescents living with HIV and 
their grandmothers who care for them. The current 2018 HIV guidelines for Eswatini 
(Ministry of Health, 2018:16-22) offer a generic road map for healthcare workers on 
how to clinically manage the general population living with HIV. Thus, there is a need 
for these strategies since there is not much that has been done to assist both the 
female adolescent living with HIV and the grandmother as caregivers in managing 
HIV infection. Furthermore, strategies for the facilitation of self-management of HIV 
among female adolescents are needed on the basis that HIV, as a result of 
combination ART, has become a chronic condition that needs to be managed for life. 
Therefore, self-management of HIV is imperative.  
 
6.2 STRATEGIES FOR FACILITATION OF SELF-MANAGEMENT OF HIV BY 
FEMALE ADOLESCENTS LIVING WITH HIV AND THEIR 
GRANDMOTHERS CARING FOR THEM 
 
Self-management for chronic diseases such as diabetes mellitus and hypertension is 
well known in the non-communicable disease fraternity (Jutterstrom, Hornsten, 
Sandstrom, Stenlund & Isakson, 2016:1821). However, HIV has newly acquired the 
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status of chronic disease (Grath, Winchester, Kaawa-Mafigiri, Walakira, Namutiibwa, 
Birungi, et al. 2014:310), therefore it is befitting that patients living with HIV be 
capacitated on self-management skills since this has implications for their care 
(Crowley & van der Merwe, 2016:25). The focus on self-management of HIV is 
necessary in Eswatini given the burden of HIV, particularly among female 
adolescents. It is envisioned that adolescents will live with HIV as a chronic disease 
into adulthood. The aim, therefore, is to manage HIV in such a manner that mortality 
should be as a result of other natural causes, unrelated to HIV. For that reason, long 
lasting and economically efficient means of achieving this aim are needed. According 
to Seuss (2015:6), self-management involves a combination of skills, which need to 
be acquired for individuals to manage their lives and or chronic diseases. The six 
traits for self-management identified by Seuss (2015:9) are: self-control, 
transparency, adaptability, achievement, initiative, and optimism. Additionally, 
Crowley and van der Merwe (2016:23) identified three main domains of self-
management, namely medical management, role management, and 
emotional/identity management.  
 
Literature has indicated that self-management overall reduces healthcare costs 
associated with morbidity from chronic diseases (Panagioti, Richardson, Small, 
Murray, Rogers, Kennedy, Newman & Bower, 2014:5). The prevailing fiscal 
challenges in Eswatini can be partly addressed by limiting expenditure by the 
ministries, particularly the Ministry of Health, in the provision of care associated with 
opportunistic infections. Currently, large portions of the Ministry of Health’s budget is 
utilised for HIV management with 261 million Emalangeni (equivalent to 261million 
Rands or 18 162 195.47 US dollars) reserved annually for the procurement of HIV 
drugs out of a budget allocation of 1.85 billion Emalangeni (UNICEF, 2017:3). 
 
These strategies will also serve to capacitate and prepare female adolescents living 
with HIV in accepting their new role in the management of HIV. Self-management 
has the potential to increase health service delivery efficiency by increasing patient 
involvement and responsibly in their care and reducing reliance on healthcare 
workers (Panagioti, et al. 2014:3). This requires that patients be capacitated to 
accept this new role in their management of health. Poorly prepared patients mostly 
suffer negative outcomes (Chiauzzi, Rodarte, & DasMahapatra, 2015:77). Self-
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management has not commonly been a well-promoted concept in HIV care, 
particularly among female adolescents. This could be due to the fact that HIV has 
been considered an acute infection with negative health outcomes and neglect of the 
individual’s ability to self-manage other aspects of their lives, which still have a 
bearing on the physical health outcomes of the disease. The mode of care is more 
often healthcare provider reliance and clinical monitoring. The management of HIV 
should focus on all the aspects of the individual’s life domain that are disturbed by 
the infection, that is, physical, socially, spiritually, mentally and emotional. Ultimately, 
promoting and facilitating self-management of HIV among female adolescents living 
with HIV may relieve the burden on healthcare facilities and healthcare staff 
(Crowley & van der Merwe, 2016:25). 
 
The overall aim of the strategies would be to ensure that female adolescents living 
with HIV embrace HIV as a part of their lives. Facilitating self-management of HIV 
among female adolescents living with HIV and their grandmothers requires the 
involvement of the community health nurses, the female adolescents and their 
grandmothers. Thus, the success of the strategies would rely on the relationship that 
the community health nurse, as an agent, establishes with both the female 
adolescent living with HIV and grandmother, as recipients. The development of 
strategies to facilitate HIV will be described under the headings: strategy, objectives 
and actions. The aim of the strategies is to ensure a nurse-patient relationship that is 
based on mutual respect, directed at identifying patient challenges and strengths and 
capacitating the patient. The ultimate goal of self-management facilitation is 
improved quality of life for the female adolescent living with HIV.  
 
The description of the process of self-management of HIV was presented in Chapter 
Five when the conceptual framework was presented. The strategies will be based on 
the developed conceptual framework. During the process of strategy development, a 
set of questions needed to be asked and answered by the researcher in order to give 
clarity and direction to the strategies: 
 
• Who will implement the strategies? 
In this study, the community health nurse will be the implementer of the strategies to 
be developed. By virtue of their knowledge, experience and education, community 
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health nurses are better positioned to implement the strategies during the facilitation 
of self-management of HIV among female adolescents living with HIV and their 
grandmothers who care for them. 
 
• What is the most efficient method of implementing the strategies? 
The most efficient method of implementation would be to follow the flow of activities 
as outlined in the conceptual framework for the facilitation of self-management of 
HIV. The flow includes the relationship phase, working phase and termination phase.  
 
• What are the estimated timeframes for implementing the strategies? 
The strategies will be implemented as long as the female adolescent living with HIV 
and their grandmother still have needs for the facilitation of self-management for 
HIV. It is impossible for the researcher to set specific timeframes for implementation 
since patients are unique and have distinctive challenges and differing needs of 
capacitation.  
 
• What are the criteria for implementation? 
The criterion for implementation is facilitating the acquisition of skills and knowledge 
to self-manage HIV by female adolescents living with HIV and their grandmothers 
who care for them. The strategies can be used by nurses in their encounters with 
female adolescents living with HIV to facilitate self-management of HIV. They can 
further be used for grandmothers who provide care to female adolescents living with 
HIV. 
 
6.3 THE DEVELOPMENT OF STRATEGIES 
 
The strategies for the facilitation of self-management of HIV will include the 
establishment of a therapeutic relationship between the community health nurse, the 
female adolescent living with HIV and the grandmother who is the caregiver, and the 
implementation of activities identified in the working phase and the termination 
phase. The strategies recognise that there is an opportunity to capacitate female 
adolescents living with HIV to have a meaningful life and for grandmothers to better 
provide care to these female adolescents. This objective is both labour and time 
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intensive on the community health nurse, the female adolescent living with HIV and 
the grandmother. An overview of the development of strategies to facilitate self-
management of HIV is presented in Table 6.1. 
 
Table 6.1: An overview of the development of strategies to facilitate self-
management of HIV by female adolescents and their 
grandmothers 
Strategy 1: Building therapeutic and trusting relationships 
Objectives 
• To facilitate the building of a therapeutic and trusting relationship between 
the community health nurse and the female adolescents living with HIV. 
• To facilitate the building of a therapeutic and trusting relationship between 
the community health nurse and the grandmothers. 
• To facilitate the exploration of the needs, challenges and expectations of 
female adolescents living with HIV. 
• To facilitate the exploration of the challenges, needs and expectations of 
the grandmothers caring for the female adolescents living with HIV. 
Actions 
1. Building a therapeutic relationship between the community health nurse and 
the female adolescents living with HIV 
a. Building trust 
b. Empathy 
c. Positive regard 
d. Establishing goals and outcomes 
2. Building a relationship between the community health nurse and the 
grandmothers caring for the female adolescent living with HIV 
a. Building trust 
b. Establishing goals and outcomes 
3. Exploration of female adolescents’ challenges needs and expectations 
a. Identifying intrapersonal challenges 
b. Identifying interpersonal challenges 
c. Inability to maintain coping 
4. Exploration of grandmothers’ challenges, needs and expectations 
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a. Identifying intrapersonal challenges 
b. Identifying interpersonal challenges 
c. Inability to maintain coping 
d. Caregiver burden 
 
Strategy 2: Facilitation of working phase (implementation of actions to 
facilitate self-management of HIV by female adolescents living with HIV and 
their grandmothers caring for them) 
Objectives 
1. To facilitate skills to deal with intrapersonal challenges 
a. To facilitate self-sustenance to deal with hardships of poverty 
b. To facilitate the acquisition of skills for maintenance of health 
c. To facilitate emotional and mental health skills 
d. To strengthen the spiritual life 
2. To facilitate skills to deal with interpersonal challenges 
a. To facilitate the home as a therapeutic environment 
b. To facilitate social integration 
3. To facilitate maintenance of coping 
a. To facilitate resilience, self-love and self-acceptance 
b. To facilitate the acquisition of basic life skills 
Actions 
1. Dealing with intrapersonal challenges 
a. Self-sustenance 
b. Skills for maintenance of health 
c. Emotional and mental health skills 
d. Strengthening spiritual life 
2. Dealing with interpersonal challenges 
a. The home as a therapeutic environment 
b. Social integration 
3. Maintaining healthy coping 
a. Resilience, self-love and self-acceptance 
b. Basic life skills 
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Strategy 3: Facilitating the termination phase 
Objectives  
1. To evaluate the progress of the facilitation procedure (evaluate the ability to 
self-manage HIV by female adolescent living with HIV) 
2. To evaluate the ability to provide care for female adolescents by 
grandmothers 
3. To maintain and continue the facilitation procedure for patients who relapse 
4. To terminate the relationship for female adolescents living with HIV and 
grandmothers who show satisfactory outcomes of facilitation 
Actions 
1. Evaluation of female adolescents’ progress on self-management ability 
2. Evaluation of grandmothers’ ability to provide care for female adolescents 
3. Maintaining facilitation for patients with self-management challenges 
4. Terminating the relationship 
 
6.3.1 Strategy 1: Building therapeutic and trusting relationships 
 
It is important for the community health nurse to establish a relationship between 
herself, the female adolescent living with HIV and the grandmother who is a primary 
caregiver. In nursing, for meaningful nurse-patient engagement to commence, a 
solid foundation is required (Potter, et al. 2017:225), which in this case is the nurse-
patient relationship. 
 
6.3.1.1 Objective 1: To facilitate the building of a therapeutic and trusting 
relationship between the community health nurse and the female 
adolescent living with HIV 
 
The following paragraphs discuss elements that are necessary to create a 
therapeutic and trusting relationship between the community health nurse and the 
female adolescent living with HIV. 
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a) Building trust  
 
The community health nurse-patient relationship is the foundation of the facilitation 
process. Trust is vital to all therapeutic relationships in nursing (Sheldon, 2016:5). 
The nurse-patient relationship is therapeutic, and it aims to benefit the patient as 
much as possible. Building trust in the healthcare environment is important. The 
concept of trust is significant because health care and health procedures involve 
some degree of anxiety and risk which needs to be allayed in patients. Patients 
heavily rely on the competence and intentions of the healthcare professional 
(Allinson & Chaar, 2016:12). Factors and professional characteristics of the 
community health nurse that enhance the building of a therapeutic relationship and 
consequently promote the building of trust on the part of the patient are competence 
in knowledge, competence in communication skills, honesty, confidentiality, caring 
and showing respect (Allinson & Chaar, 2016:9). High levels of trust are associated 
with better benefits, including perceptions of better care, improvement in the quality 
of the interaction resulting in improved patient autonomy, and shared decision-
making (Allinson & Chaar, 2016:11). 
 
Though it is very important, trust is a fragile concept that, when lost, is hard to rebuild 
(Haavisto & Jarva, 2018:18). Community health nurses have to understand that trust 
in patients living with HIV is critical. Patients need to trust that the community health 
nurse will keep all personal matters they bring into the interaction in confidence. 
Community health nurses need to be aware that there are two levels to the trusting 
relationship: a relationship with the female adolescent living with HIV alone, and with 
both the female adolescent living with HIV and her grandmother. Sheldon (2016:8) 
identified the following ways in which trust can be developed when nurses are 
working with patients: 
 
Ø Listening carefully 
Although this action speaks to a variety of nursing tasks, listening carefully implies 
that the community health nurse is interested in what the patient has to say. In this 
instance, the community health nurse needs to show interest in the female 
adolescent living with HIV who has a combination of social, emotional, psychological, 
physical and spiritual issues that need to be solved through interaction with the 
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community health nurse. When patients are listened to, they feel understood and 
cared for. Caring is a vital component of all nursing interventions (Watson Caring 
Science Institute, 2018:1). Patients associate caring with the quality of nursing care 
(Savieto & Leao, 2016:7).  
 
Ø Honesty and consistency 
This implies consistency in attitude and professionalism. Findings from this study 
indicated that community health nurses displayed an attitude of readiness to assist in 
addressing female adolescents’ issues. The consistency in the attitude will foster the 
establishment of trust, particularly because patients feel that community health 
nurses are trustworthy. Community health nurses are expected to be consistent in 
terms of their words and actions. 
 
Ø Displaying an accepting attitude 
Female adolescents living with HIV have issues with who to trust with their HIV 
status for fear of stigma and discrimination. Sometimes the female adolescents living 
with HIV contemplated that the community health nurse is aware of their HIV status 
by virtue of having access to their medical records. Hence, the community health 
nurse should display an accepting attitude towards the female adolescent living with 
HIV who has a wish to safeguard her HIV status and everything else relating to her 
personal life. When the community health nurse displays an accepting attitude, the 
female adolescents living with HIV will feel more comfortable sharing information 
about themselves and the challenges they may have. A receptive body language 
and active listening help patients feel more comfortable.  
 
Ø Adhering to commitments 
During the nurse-patient interaction, there are interventions that form part of the plan 
of care which community health nurses discuss with their patients and patients 
remain hopeful that the community health nurse will follow through with the 
commitment arising from the plan of care. If the community health nurse remains 
trustworthy to follow through with commitments as per the plan of care, patients will 
feel that the community health nurse is dependable and trust will be developed.  
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The establishment of a nurse-patient relationship is a conscious commitment that 
requires effort on the part of the community health nurse. The community health 
nurse accepts primary responsibility for establishing the relationship, however, a 
patient-centred approach must be used in developing the relationship. Peplau 
(1997:4) states that the nurse-patient relationship is about what nurses can do with 
their patient as opposed to what they can do for their patients. Peplau (1997:4) 
identifies phases of the nurse-patient relationship, one of which is the orientation 
phase. 
 
In the orientation phase, not all female adolescents living with HIV realise that the 
challenges of low social integration, and negative psychological effects can be 
resolved; therefore, they may not be interested in a relationship with the community 
health nurse. Thus, the community health nurse is responsible for setting the tone of 
the helping relationship. In this phase, the community health nurse becomes 
acquainted with the female adolescent living with HIV and develops rapport and 
trust. This requires communication skills on the part of the community health nurse.  
 
Ø Promoting respect 
Respect is an important element of a lasting therapeutic relationship. Patients 
present with a diversity of beliefs and values and the nurse must respect that and 
withhold judgement. Patients’ confidentiality and privacy must be respected at all 
times. Sheldon (2016:9) identifies ways in which nurses can demonstrate respect to 
their patients. These include arranging for personal comfort, modesty and privacy at 
all times, communicating with patients in a manner that relays interest in listening, 
understanding and help. 
 
HIV infection is associated with a maelstrom of emotions among patients and female 
adolescents living with HIV are also not immune to a display of these emotions. 
Therefore, community health nurses must show an understanding of these emotions 
and respectfully take the female adolescents’ feelings, values and beliefs into 
account and work with them. 
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Although the female adolescents living with HIV involved in this relationship building 
are younger in age, the community health nurse is still required to show respect to 
them so that the female adolescents can reciprocate respect.  
 
b) Empathy 
 
Community health nurses establish relationships with their patients by integrating the 
concept of empathy in their interactions with patients (Sheldon, 2016:8). According to 
Rogers (1975 in McLeod, 2015:7), in their quest to demonstrate empathy, 
community health nurses must display warmth, genuineness and understanding of a 
patient’s situation. The community health nurse should demonstrate an 
understanding of the female adolescent’s situation as well as the grandmother’s 
difficulties in providing care to the female adolescent. In addition to accurately and 
sensitively understanding the patients’ feelings, the nurse must also communicate to 
the patient that he/she understands their feelings in the ‘here-and-now’ (McLeod, 
2015:7).  
 
c) Positive regard 
 
Rogers (1975) discusses unconditional positive regard as one of the core conditions 
for patient-centred care. Positive regard is defined as deep and genuine caring for 
the patient. The following elements need to be implemented by the community health 
nurse to ensure that a lasting therapeutic relationship is established: 
 
Ø greeting the patient properly and introducing him/herself;  
Ø allowing the patient to introduce themselves; 
Ø clarifying the nature of the relationship by describing the community health 
nurses’ role in the relationship and the role of the patient; and 
Ø describing the purpose and goals of the relationship. 
 
d) Establishing goals and outcomes 
 
A therapeutic relationship between the community health nurse and the patient is 
always goal-directed (Rodriguez, 2011:4). The community health nurse and the 
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patient work together to set problem-specific goals. Mutual goal setting allows 
patients to be actively involved in the therapeutic relationship. Goal setting allows the 
community health nurse to identify the strengths of the patient that can be used 
during the facilitation. During goal setting, preliminary information on the rules 
governing the relationship and the interaction should also be set. This prevents 
misguided expectations from both parties. Information and explanations of the 
meeting place, time, duration of the meeting, frequency of meetings and expected 
behaviour of the community health nurse and the female adolescent living with HIV 
will need to be discussed. This allows for a smooth process and limits 
disappointment and negative emotions.  
 
The purpose of the relationship will have to be explained from the beginning. In this 
instance, the setting for the facilitation is the home where the female adolescent 
living with HIV lives with her grandmother, so the community health nurse must 
communicate the reason for the interaction and explain the need to visit the 
homestead on a frequent basis. Female adolescents living with HIV hide in their 
homes for fear of social exclusion and may feel that their personal space is being 
invaded when the community health nurse frequently visits.  
 
To increase the female adolescents’ participation in the therapeutic relationship, the 
nurse and the female adolescent living with HIV should work collaboratively to 
develop the goals of the facilitation relationship. In self-management, goal setting is 
an integral step in the facilitation procedure. Collaborative goal setting in self-
management improves patients’ self-efficacy, promotes behaviour change and 
improves health outcomes (Lenzen, Daniels, Bokhoven, van de Widjen & Beurskens, 
2017:8). Goal setting needs to go through five phases, namely preparation, 
formulation of goals, formulation of an action plan, coping planning, and follow up 
(Lenzen, et al. 2017:12). 
 
Female adolescents living with HIV should be stimulated to set specific, achievable, 
measurable, realistic, time-bound and behavioural goals. Goals need to be long-term 
to assist the female adolescent living with HIV as it is a chronic disease. Goals 
should challenge the female adolescent; however, care must be taken to ensure that 
goals are not too challenging to risk the female adolescent giving up prematurely. 
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Goals should also be documented to allow reviewing of progress at the termination 
phase.  
 
The community health nurse and the female adolescent living with HIV should agree 
on the goals of the facilitation. To ensure professionalism in the nurse-patient 
relationship, the goals can be written in the form of contract that will be signed by the 
community health nurse and the female adolescent living with HIV.  
 
The outcomes of the facilitation procedure must also be communicated with the 
patient. In order to increase the likelihood of participating in the relationship, along 
with behavioural change, patients need to know that there is a positive outcome at 
the end (Vasta, 2012:6). 
 
6.3.1.2 Objective 2: To facilitate the building of a therapeutic and trusting 
relationship between the community health nurse and the 
grandmothers 
 
The involvement of family members in the care of patients has been associated with 
positive health outcomes in patients (Crowley & van der Merwe, 2016:24). The 
grandmother as a caregiver must be involved in the facilitation procedure for self-
management of HIV. Their role as primary caregivers lands grandmothers in a 
situation where they are constantly worried about the overall health of their 
granddaughters. For the community health nurse to be able to assist the 
grandmothers in their ability to support self-management of HIV, there has to be a 
relationship between the community health nurse as an agent and the grandmother 
as a secondary recipient.  
 
a) Building trust 
 
In order to gain access to the home where the facilitation procedure will be 
conducted, the community health nurse should build a relationship of trust with the 
grandmother. Since trust is a fleeting phenomenon that can be eroded in an instant, 
the community health nurse has to exhibit certain qualities. To build trust and 
enhance the establishment of rapport between the community health nurse and the 
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grandmother, the community health nurse has to display the following virtues: 
honesty, genuineness, caring attitude, and openness (Potter, et al. 2017:228). Trust 
is the core foundation of any relationship, including nurse-patient relationships.  
 
Honesty: To maintain the credibility of the nursing profession and patient trust, the 
community health nurse should always opt to be honest in his/her interactions with 
the patient and the family. Grandmothers are often too trusting and can easily fall 
prey to dishonest practitioners. 
 
Caring attitude: Developing and sustaining loving, caring relationships is one of the 
ten caritas processes identified by Watson’s theory of transpersonal caring (Watson, 
2011:23). A caring attitude can set the tone of the therapeutic relationship. The 
community health nurse has to show the grandmother a caring attitude towards her 
physical health and perhaps address that first to allow the grandmother to be fully 
involved in the facilitation procedure. This, in turn, may make the grandmother feel 
important and cared for. Grandmothers have their own worries which may actually 
hinder the development of a therapeutic relationship. Thus, in developing this 
relationship, the community health nurse has to be aware of the things that might 
hinder or promote the relationship.  
 
Openness: To ensure the grandmothers’ support in the care of the female 
adolescent living with HIV, the community health nurse has to establish good open 
communication with the grandmother. High-quality communication between the 
community health nurse and the family members is considered the backbone for 
nursing science and the arts since it has a significant impact on the well-being and 
health outcomes of the patient. The relationship between the community health 
nurse and the grandmother in this instance is a prerequisite to a successful self-
management facilitation procedure. To maintain communication, the nurse is 
expected to be thoughtful, considerate, and empathic. 
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b) Establishing goals and outcomes 
 
To gain full support and cooperation from the grandmothers in the facilitation 
procedure, the community health nurse has to use communication skills to convey 
the goals and outcomes of the facilitation procedure.  
 
Grandmothers also need support as they deal with their granddaughter’s illnesses. 
The main goal that the community health nurse and the grandmother share is that of 
collaboration. Collaboration is one of the core concepts of family involvement in 
patient care. The other core concepts include respect and dignity, information 
sharing, and participation (Bottino, 2015:3). 
 
To establish the goals and outcomes with the grandmother, the community health 
nurse has to explain the purpose of the facilitation procedure. Also, explain how 
much of the grandmothers’ time the facilitation will take since grandmothers always 
have chores and errands to accomplish and may not be wholly available if the 
facilitation will stand in the way of their errands.  
 
The outcome of the facilitation specific to the grandmother must be communicated 
so that the grandmother may have something to look forward to. The outcome for the 
female adolescent living with HIV must also be communicated with the grandmother 
because their main worry is the livelihood of the granddaughter.  
 
6.3.1.3 Objective 3: To facilitate the exploration of the needs, challenges and 
expectations of female adolescents living with HIV 
 
In Peplau’s (1997) theory of interpersonal relationships, the phase of identification is 
important in the sense that it communicates the community health nurses’ 
understanding of the patient’s challenges. The community health nurse relates to the 
patient from an independent, dependent and interdependent position (Haavisto & 
Jarva, 2018:19) and further assures the patient that s/he understands the patient’s 
challenges. In the world of HIV, patients yearn to be heard and understood regarding 
their experiences of living with HIV. This objective is meant to identify the problems 
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that the female adolescent living with HIV will be presenting with. This is 
synonymous to the data collection phase of the nursing process. 
 
a) Identifying intrapersonal challenges 
 
The intrapersonal challenges of female adolescents living with HIV can be divided 
into physical, mental and spiritual domains. According to Sartre’s theory of 
existentialism (as cited in Mittal, 2017:para3), existence precedes essence, meaning 
that human beings have the ability to live despite the circumstances they may be 
faced with. Though not an existentialist, Maslow’s hierarchy of needs purports that 
there are five levels of needs and physical challenges and or needs take precedence 
to all other humanly needs since these play a part in the survival of the human being 
(Jackson, Santoro, Ely, Boehm, Kiehl, Anderson & Ely, 2014:3). It is therefore 
important for community health nurses to ensure that female adolescents’ physical 
needs are met before working on other challenges. The physical challenge that 
female adolescents in this study had related to a lack of food, which was bothersome 
for the female adolescent living with HIV.  
 
Since patients living with HIV experience physical effects of HIV and HIV medication 
such as dizziness, nausea and vomiting, the community health nurse is expected to 
identify these and meet such needs before moving forward with the facilitation 
procedure. With the effects of medications, the community health nurse can use the 
following techniques to promote adherence to ART: 
 
Ø dedicate time to understand female adolescents’ feelings about the 
medication; 
Ø educate the female adolescents about self-monitoring of side effects of 
medication; 
Ø encourage the female adolescents to report any side effects; and 
Ø encourage female adolescents to ask questions and request more 
information. 
 
The community health nurse also has to identify female adolescent-specific 
challenges. These challenges included poverty and a lack of financial resources. 
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Grandmother-specific challenges included the inability to provide food and basic 
necessities due to lack of financial resources, and the burden of care as a result of 
caring for other members of the family who may be sick as a result of HIV.  
 
The spiritual needs of the patients involve their ability to worship well without 
disclosure of the HIV status to other congregants. Spirituality is a powerful life 
domain for the human race since it provides a source of strength, will to live and 
hope (Koenig, 2015:19). The community health nurse will have to assess the 
meaning of spirituality from the female adolescent living with HIV. The community 
health nurse also has to explore how the female adolescent living with HIV and the 
grandmother view their relationship with God and how it relates to the current 
challenges of living with HIV. In this study, all female adolescents living with HIV and 
their grandmothers had Christian values and a strong relationship with God, from 
where they received mental strength to live with the effects of HIV and HIV 
caregiving. Female adolescents and grandmothers turned to God when all seemed 
blurry in front of them. Therefore, holistic care of the female adolescent living with 
HIV can be attained if their spiritual life is assessed and strengthened. For the 
female adolescents living with HIV, their faith in God increased when they had no 
one else to turn to. The community health nurse can facilitate spiritual health by 
observing the following: 
 
Ø meeting sessions with female adolescents can commence with a prayer 
session; 
Ø female adolescents can be encouraged to attend church services; 
Ø the female adolescents can be encouraged to get involved in church activities; 
and 
Ø female adolescents can be referred to a spiritual counsellor when they are in 
distress. 
 
b) Identifying interpersonal challenges 
 
Interpersonal relations are necessary for the success and livelihood of human beings 
(Qiao, et al. 2015:7). People are interactional in nature, and through interaction, 
people grow, identify themselves and realise their potential. Buber (1957:6) wrote on 
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the art of relationships and stated that human life finds its existence and 
meaningfulness in relationships. With HIV infection, the ability to relate to other 
people is distorted because of stigma and discrimination. Female adolescents have 
faced rejection, lack of social support, loss of friends and inability to maintain 
intimate relationships. The community health nurse has to carefully comb through 
the interpersonal challenges that female adolescent living with HIV and their 
grandmother have. These challenges are categorised into physical, social and 
spiritual challenges (Buber, 1957:23). 
 
Social challenges: human beings are social and interactive in nature. The social 
aspect of an individual is very important since it also influences mental health. In this 
study, female adolescents living with HIV had a positive, durable relationship with 
their grandmother, however, the female adolescent often did not have a positive 
relationship with the community and peers because of the positive HIV status. HIV 
infection is a significant life change that can affect the way in which people interact 
with each other. 
 
The stigma associated with HIV leads to social disconnection among female 
adolescents living with HIV. The community health nurse should assess the extent in 
which the female adolescent living with HIV have experienced stigma. However, 
literature has indicted that a majority of people living with HIV have self-stigma as 
well (Zeng, Li, Hong, Zhang, Babbitt, Liu, Li, Qiao, Guo & Cai, 2018:138). The 
community health nurse also has to assess for this in addition to external stigma. 
HIV stigma and discrimination lead to isolation. Prolonged periods of solitude have 
negative effects on health and are associated with increased risk of depression, 
substance abuse and lack of motivation. Female adolescents living with HIV can be 
encouraged to: 
 
Ø call friends and relatives; 
Ø get involved in activities that are of interest; and 
Ø volunteer in activities that are of interest to them. 
 
These mechanisms are aimed at reducing the time spent in isolation. The rejection 
was so overwhelming for female adolescents that it gave rise to emotional pain as 
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well. The participants were harbouring a lot of emotional baggage. For the female 
adolescents living with HIV, emotions relate to their positive HIV diagnosis, the loss 
of parents at an early age and the emotional pain of rejection. For the grandmothers, 
emotional pain stems from the loss of biological children and relatives due to AIDS, 
and the HIV-positive status of the female adolescent. Community health nurses will 
have to identify and deal with emotions that might be expressed by female 
adolescents living with HIV and grandmothers. 
 
The emotional balance that has to be restored for female adolescents living with HIV 
is the capacity to love and to accept themselves. Female adolescents living with HIV 
already have a support structure which includes her grandmother, God and the 
community health nurse.  
 
c) Inability to maintain coping 
 
Female adolescents living with HIV presented with poor coping skills. They did not 
have the resilience, self-love and self-acceptance. The community health nurse has 
to assess the current coping mechanisms of the female adolescent living with HIV. 
Assessment will also involve the female adolescent’s evaluation of self. The most 
important relationship an individual can have is the relationship with the self. If this 
relationship is non-existent the individual may not be able to accept the self and may 
therefore have challenges in finding the value of life and the meaning of love and 
acceptance.  
 
To identify patient challenges, the community health nurse should use 
communication skills and alleviate anxiety on the part of the female adolescent living 
with HIV in order to foster open and honest communication. Similar to the 
relationship building phase, the community health nurse must assure the female 
adolescent living with HIV that confidentiality will be maintained at all times. This 
phase of the relationship requires honest communication for the community health 
nurse to gather all the data and to create a plan of action with and for the female 
adolescent living with HIV.  
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6.3.1.4 Objective 4: To facilitate the exploration of the challenges, needs and 
expectations of the grandmothers caring for the female adolescents 
living with HIV 
 
The results of the study identified that grandmothers, though not infected with HIV 
themselves, experienced challenges and needs due to being the primary caregiver 
of a female adolescent living with HIV. Thus, it is imperative for community health 
nurses to explore and identify the challenges that grandmothers encountered as they 
provide care to their granddaughters.  
 
a) Identifying intrapersonal challenges 
 
From the research data, the researcher identified the intrapersonal challenges for 
grandmothers to include physical, mental and spiritual needs. Physically, 
grandmothers experienced effects of adolescents’ HIV infection which were mostly 
association with caregiving. The issue of a lack of resources such as food and 
financial challenges also presented as a mental aspect for the grandmother. When 
the community health nurse asks about challenges relating to financial status, she 
should make it clear that she is in no position to provide financial support. However, 
the community health nurse should assure the grandmother that they will work 
together to find means of bringing an income into the family. Also, the nurse should 
collect information on the grandmother’s periods of rest and activity and outline these 
to identify if there is a balance between activity and rest.  
 
Psychological feelings of loss such as grief, fear and worry about the female 
adolescent’s future should also be explored. The community health nurse needs to 
use a calm and unhurried approach when exploring this area of life of the 
grandmother since it deals with unresolved grief from the loss of biological children 
as well as fear for the welfare of the female adolescent living with HIV when she is 
no longer around.  
 
Spiritual needs for grandmothers revolved around maintaining a relationship with 
God. The grandmothers had a strong belief that supernaturally, they were selected 
for the caregiving assignment in HIV. 
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b) Identifying interpersonal challenges 
 
Disruption in relations is associated with psychological effects since the grandmother 
will not be able to participate in community activities. These can be categorised as 
physical, social and spiritual challenges. Results indicated that the main challenge 
with the interpersonal domain is the social aspect. Grandmothers deal with the 
challenges of secondary stigma and discrimination as well as unavailability of family 
and community support. The community health nurse, in this instance, must use 
empathy to identify the main challenges that the grandmother may have. Good 
communication skills will have to be used to collect the data. The community health 
nurse has to ascertain that the facilitation procedure is individualistic by exploring 
and collecting challenges that are unique to each grandmother. 
 
Socially, grandmothers experienced the overwhelming need to protect the female 
adolescent living with HIV from the negative responses of the community towards 
people living with HIV. Challenges relating to this should be explored. All the 
challenges relating to the intrapersonal domain of the grandmother should be 
explored in detail, recorded, and then summarised for the grandmother to ensure 
that everything has been noted.  
 
Since the identification of challenges and needs of grandmothers is an important part 
of the facilitation procedure, the following can be done to ensure that data on this 
section is collected: 
 
Ø set a date and time where the grandmother can have ample time for a sit-
down talk; 
Ø explain the reason for the meeting with the grandmother; 
Ø assess the caregiver needs and record them; and 
Ø emphasise that all matters discussed will be held in confidence. 
 
c) Inability to maintain coping 
 
Coping is an essential part of caregiving. Caregivers feel the pressure to maintain 
composure in an attempt to conceal their worries or exhaustion (Kuo, et al. 
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2014:322). From the findings, grandmothers presented with poor coping 
mechanisms related to HIV caregiving. Here the community health nurse has to first 
conduct an assessment of the grandmother’s current coping mechanism with the 
duty to care, stigma and discrimination, communication with the female adolescent 
living with HIV, and challenges associated with provision. Communication skills will 
have to be used when performing the assessment since grandmothers will not 
readily provide this information since voicing it will be synonymous to complaining, 
which may be taken as a sign of weakness.  
 
Once the current coping mechanisms have been identified, the nurse has to identify 
the strengths of the grandmother, which will have to be utilised and strengthened 
further in the facilitation procedure, as well as the negative coping mechanisms 
which will require attention.  
 
d) Caregiver burden 
 
From the data, it was evident that grandmothers experienced an additional duty of 
caregiving within their households. The community health nurse has to use patience 
and empathy in this instance to identify the extra caregiving roles that the 
grandmother has. This will assist in identifying the magnitude of the caregiving 
burden. Additionally, more information should be collected on how the grandmother 
thinks she can be assisted. Most grandmothers indicated that they had little or no 
support from family members. The goal is to assist the grandmother in doing what 
she can in the most effective and efficient way possible to promote conservation of 
energy on her part.  
 
6.3.2 Strategy 2: Facilitation of working phase (implementation of actions to 
facilitate self-management of HIV by female adolescents living with HIV 
and their grandmothers caring for them) 
 
The working phase involves the implementation of the activities planned to achieve 
the facilitation of self-management of HIV by female adolescents living with HIV and 
their grandmothers who care for them.  
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6.3.2.1 Objective 1: To facilitate skills to deal with intrapersonal challenges 
 
The intrapersonal challenges that the grandmother and female adolescent living with 
HIV faced included the experience of hardships of poverty, poor maintenance of 
health, and negative psychological effects. 
 
a) Objective 1a: To facilitate self-sustenance to deal with hardships of 
poverty 
 
In this objective, the role of the community health nurse is to collaboratively plan and 
work with the female adolescent living with HIV and the grandmother to develop 
means of ensuring economic independence in the household. The female 
adolescent living with HIV and the grandmother need to identify means of ensuring 
food security to improve their livelihood. The elderly grant that the grandmothers 
receive is not enough to sustain the household, therefore they occasionally 
experience food shortage and difficulties in ensuring the female adolescent living 
with HIV attends clinic appointments for ART refills and clinical monitoring. The role 
of the community health nurse will include: 
 
Ø ensuring the use of linkages for government school fees bursary for female 
adolescents living with HIV; 
Ø teaching the female adolescents and grandmothers how to prepare soil beds 
for vegetable gardening; and 
Ø assisting the grandmothers in identifying other forms of generating revenue 
for the household. 
 
b) Objective 1b: To facilitate the acquisition of skills for maintenance of 
health 
 
Health maintenance ability is important in self-management of chronic diseases. In 
this objective, the role of the community health nurse is to capacitate the female 
adolescent to maintain her health. In self-management, the patient is encouraged 
and capacitated to take on more responsibility in managing their chronic condition 
(Pulvirenti, McMillan & Lawn, 2014:7). To accept and assume the added 
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responsibility, patients need to be skilled in self-care measures. The role of the 
community health nurse in this objective would be to: 
 
Ø teach the female adolescents about adherence to ART; 
Ø teach on the management of symptoms, side effects of HIV drugs and when 
to seek medical attention; 
Ø teach skills on medication administration; 
Ø enrol the female adolescents in peer support groups; and 
Ø teach on the prevention of the transmission of HIV. 
 
c) Objective 1c: To facilitate emotional and mental health skills 
 
Evidence indicates that adolescents orphaned by HIV have higher rates of mental 
and psychological stress compared to other adolescents not orphaned due to HIV 
(Cluver, Orkin, Gardner & Boyes, 2012:11). This situation is worsened when 
orphaned adolescents are living with HIV themselves. Social support is critical in the 
maintenance of mental and emotional health of female adolescents living with HIV. 
Sharer, Cluver, Shields and Ahearn (2016:113) indicate that higher social support 
from caregivers and the quality of the support is associated with fewer symptoms of 
mental health problems such as depression, anxiety and post-traumatic stress 
disorder among individuals living with HIV. To promote the mental health of the 
female adolescent, the community health nurse has to target the grandmother, 
female adolescent living with HIV, and siblings or other family members in 
households where disclosure has been done. This will ensure that female 
adolescents’ internal and external coping mechanisms are strengthened. Female 
adolescents in this study experienced poor acceptance of the HIV diagnosis, feelings 
of shock and despair, grief due to loss of parents, loss of health and suicidal 
ideation. The community health nurse can perform the following activities to enhance 
mental and emotional health among female adolescents living with HIV: 
 
Ø conduct a mental health assessment of the female adolescents and their 
grandmothers; and 
Ø promote social connection. 
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Maintaining social connections with people who matter is important for emotional 
health. Human beings are creatures that desire positive social connection and 
emotional needs in relationships (Cantisano, Rime, Alfazi & Munoz-Satre, 2016:5). 
The community health nurse should teach the female adolescent living with HIV and 
the grandmother to identify that one person who is a good listener to listen to the 
feelings behind the words. Someone who will not judge and listen without a pre-
existing agenda for how the female adolescent is supposed to feel. If the female 
adolescent has difficulty identifying the listener, the community health nurse will have 
to arrange psychological assistance. If well equipped, the community health nurse 
can also function as the listener and dedicate time to allow the female adolescent 
living with HIV and the grandmother to talk whenever there is a need. The 
community health nurse has to encourage the female adolescent living with HIV to 
reach out to people she trusts. Due to the loss of friendships as a result of HIV 
infection, the community health nurse can conduct adult experiential learning 
(Murray, 2018:2) for the female adolescents relating to skills on making new 
connections by facilitating the joining of Teen Clubs. 
 
Ø Managing stress 
Not all stress can be avoided (Robinson, Smith & Segal, 2018:2), however, the 
stress that female adolescents experience while living with HIV can be dealt with. 
Female adolescents living with HIV should be taught to acknowledge any negative 
emotions since it helps in the ability to manage stress. Stress is not an ideal situation 
for people living with HIV since it contributes to the progression of HIV to the AIDS 
stage (WHO, 2016:1). Measures to deal with stress should be emphasised to female 
adolescents living with HIV.  
 
For the grandmothers, due to their advanced age, stress can contribute to physical 
ailments like elevated blood pressure, elevated blood glucose and disturbed sleep 
patterns. The grandmother also needs to be capacitated on how to identify stressful 
situations, control thought patterns and avoid them if possible.  
 
Ø Finding meaning and purpose 
Finding meaning and purpose in life is important for mental health. According to 
Frankl’s theory of meaning (Positive Psychology Program, 2017:3), human beings 
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are motivated by the search for the meaning of human existence. Frankl (1958), in 
the Positive Psychology Program (2017:3), argues that the failure to establish 
meaning and or lack of meaning is the chief cause of stress and anxiety among 
human beings. The search for meaning and purpose in life is the energy that drives 
people to live and be better. Social relationships also provide a purpose in life. The 
skills of making new connections should be emphasised to female adolescents living 
with HIV. The community health nurse should encourage the female adolescent 
living with HIV to identify work or activities they can engage in that can give meaning 
to themselves and others. Female adolescents living with HIV can be challenged to 
engage in work that challenges them and makes them feel productive and useful in 
life. Having something that gives meaning to the essence of life also brings renewed 
hope for the future and makes life worth living. This is the desirable psychological 
space for female adolescents living with HIV. 
 
Ø Exercise 
The mind and the body are linked (Renoir, Hasebe & Gray, 2013:4). When physical 
health is improved through exercise, mental and emotional well-being often also 
improves. Physical activity is associated with a reduction in mental and emotional 
problems, stress, and promotes quality of sleep (Brunet, Burke, Groccotti, West & 
Jack, 2017:14). Female adolescents living with HIV may be encouraged to get 
physically fit by working in the vegetable garden that will be set up in the home yard. 
The following actions can also be arranged by the community health nurse: 
 
Ø Enlisting the help of a social worker to address some of the female 
adolescents’ issues. 
 
With mental and emotional health problems, it is important for the grandmother and 
the female adolescent living with HIV to recognise situations that warrant seeking 
professional assistance. Emotional intelligence is the overarching personal skill that 
includes self-management. Emotional health is an integral part of self-management 
which is concerned with the control of emotions, inner resources and abilities 
(Positive psychology program, 2017:5). There are a lot of things that provoke 
negative emotions among female adolescents living with HIV and their 
grandmothers. Living with HIV on its own is associated with an emotional burden 
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(Vreeman, Scanlon, McHenry & Nyandiko, 2015:7) which some female adolescents 
cannot effectively deal with. This emotional burden makes female adolescents living 
with HIV unable to value themselves, draw from their own inner strength and relate 
well with others. The community health nurse can assist the female adolescent living 
with HIV in dealing with emotions.  
 
First of all, the community health nurse can encourage female adolescent living with 
HIV to acknowledge the presence of negative emotions. Unless these emotions are 
acknowledged, the female adolescent living with HIV will not be able to effectively 
deal with them. A diary may be provided to allow these adolescents to document the 
emotions they experience daily, including any changes. Dealing with emotional 
baggage requires good communication skills. The community health nurse should 
facilitate communication skills for female adolescent living with HIV. Communication 
skills will allow them to express emotions in a way that will promote ‘off-loading’ and 
thus reduce the emotional pressure. Without good communication skills, it is 
impossible for female adolescents living with HIV to make themselves understood.  
 
d) Objective 1d: To strengthen the spiritual life 
 
Spirituality is considered one of the natural capabilities of human beings that is 
associated with positive health outcomes for individual health problems (Tabei, 
Zareib & Joulaei, 2016:3). Spirituality is identified as a complex element of life that 
has been categorised as an important factor in an individual’s ability to traverse 
through challenges. Living with HIV and caregiving in the context of HIV are the 
challenges that the female adolescents and grandmothers are faced with, and life 
has to continue amidst these challenges. Koenig (2012:4) defines spirituality as 
something that is separate and distinguished from all other things, such as values 
and morals through its connection to the transcendent – that which is outside of the 
self, but still within the self and can be referred to as God or a Higher Power. Female 
adolescents living with HIV and their grandmothers already have a connection with 
the transcendent, which has been identified as a source of support. Bussing, 
Baumann, Hvidt, Koenig, Puchalski and Swinton (2014:2) define spirituality as all the 
actions that individuals conduct with the goal of identifying life’s meaning, purpose 
and hope in relation to the sacred. The importance of spirituality is presented by 
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Ironson, Stuetzle, Ironson, Balbin, Kremer, George, et al. (2011:4) who state that 
spiritual beliefs may predict health outcomes in a sample of individuals living with 
HIV when a positive view of God was associated with slower disease progression, 
and a negative view of God was associated with significantly faster disease 
progression over a period of four years.  
 
It is important for the grandmother and the female adolescent to be facilitated to 
strengthen their spiritual life. The benefits of a positive spiritual life, as laid out by 
Bussing, et al. (2014:2), include enhancing a sense of consistency, renewed 
understanding of situation/problem/illness, coping with stressors, loss and illness, as 
well as a meaningful relationship with significant others. These benefits depend on 
the individual’s understanding of the role and significance of the Higher Power in 
their lives. To facilitate the strengthening of the spiritual life for the grandmother and 
the female adolescent, the community health nurse can advise them as follows, as 
adapted from Parker Associates (2015:1): 
 
Ø Begin each day with a reading of the Word and a prayer of gratitude for 
another day. 
Ø Dedicate time each day for reading the Bible and spend at least 10 minutes 
meditating on the Word. Based on the Word, female adolescents can figure 
out who they are and also discard any opinions that do not describe them. 
Ø If space permits, create a healing place in the house or identify a space within 
the homestead with no interruptions and use that space for prayer, reading 
and meditation. 
Ø Identify an individual who can be classified as a spiritual friend with whom 
they can meet at regular intervals and discuss spiritual topics and have prayer 
items. 
Ø Continue attending a local church. 
Ø Ask for God’s support in prayer. 
 
Assisting grandmothers and female adolescents to build their spiritual life will also 
lead to activation of the spirit, promote connection to God, and enhance the power 
that is needed to live a meaningful and purposeful life (Power of Positivity, 2015:3).  
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6.3.2.2 Objective 2: To facilitate skills to deal with interpersonal challenges 
 
Human beings, as social beings, cannot live life to their fullest without social 
interaction. The quality of life of the human race is dependent on positive social 
interaction (Datta, Datta & Majumdar, 2015:291). 
 
a) Objective 2 a: To facilitate the home as a therapeutic environment 
 
The therapeutic milieu is the natural part of nursing practice. The therapeutic 
environment is a milieu that is an organised setting that allows the community health 
nurse to work with the female adolescent living with HIV and the grandmother. It is 
critical that the environment is one that provides safety and comfort to the recipient 
of care. According to Meehan (2017:6), the purpose of the therapeutic milieu is 
three-fold: to provide for the patient’s safety and healing, to provide nurses with a 
healing environment in which to practice, and to engage and support significant 
others who are involved in the patient’s care. A therapeutic setting should minimise 
disturbances that lead to stress and fatigue. The therapeutic milieu is a nurse-led 
healing culture of a nursing setting that provides safety and comfort for patients 
(Haavisto & Jarva, 2018:20). Community health nurses who attend to people in their 
homes consider the therapeutic milieu as the qualities they take with them into the 
patient’s home. Therefore, the community health nurse, as a professional, should 
embrace the culture of healing which should be expressed in attitudes and actions. 
The home setting should strengthen the female adolescent’s freedom in sharing their 
feelings and experiences with their grandmothers. In this study, the home where the 
female adolescent living with HIV and the grandmother live is the environment in 
which the community health nurse will work. The community health nurse, in 
collaboration with the female adolescent and the grandmother, will work to convert 
the home into a conducive environment that allows for the facilitation of self-
management of HIV. The community health nurse’s visits will be explained to the 
female adolescent living with HIV and the grandmother. To facilitate the acceptance 
of the role of converting the home into a conducive environment the community 
health nurse has the following roles to perform: 
 
285 
 
Ø explain the rationale for choosing the home to be the setting for the facilitation 
of self-management of HIV; 
Ø develop a self-management facilitation programme that will be followed during 
the interaction between the community health nurse, the female adolescent 
living with HIV and the grandmother; 
Ø ensure safe and restorative physical surroundings within the home compound; 
Ø encourage both the female adolescent living with HIV and the grandmother to 
avail themselves for meetings; and 
Ø encourage the participation of all parties: outline female adolescent living with 
HIV, grandmother and nurse expectations. 
 
In the homesteads, the female adolescents living with HIV and their grandmothers 
live with other family members. In most instances, disclosure is not done to other 
family members, therefore the nurse and the recipients need to reach a decision on 
how to deal with issues of non-disclosure. In such instances, the nurse will be aware 
that the home may not be a complete therapeutic environment because her frequent 
visit will be questioned by other family members. Disrupted family dynamics can 
interfere with a patient’s recovery and can impede the facilitation procedure. It will 
help for the community health nurse to decide on the dates and times for facilitation, 
preferably where other family members are not around to foster relaxation and 
involvement of the female adolescent living with HIV and the grandmother, and to 
minimise unnecessary disturbances. The community health nurse will have to 
provide disclosure counselling to both female adolescents living with HIV and their 
grandmothers. 
 
b) Objective 2b: To facilitate social integration 
 
Female adolescents living with HIV and their grandmothers experienced low social 
integration due to HIV infection and association with people living with HIV. Due to 
poor social inclusion, both female adolescents and grandmothers experience 
considerable isolation which leads to loneliness. For female adolescents living with 
HIV, the loneliness results in suicidal thoughts, which for some adolescents 
contributed to suicidal ideation. Therefore, rebuilding connections and dealing with 
rejection will contribute to normal social interaction.  
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Ø Rebuilding connections 
Having positive social connections is an important aspect of living with a chronic 
disease and for the general human race. With HIV, relationships are disrupted by a 
number of mechanisms, some of which may emanate from the female adolescent’s 
lack of trust and social withdrawal due to perceived stigma. Hence, rebuilding 
connections is integral to the self-management of HIV (Webel & Higgins, 2012:28). 
The role of the community health nurse would be to assist the female adolescent 
living with HIV and the grandmother in profiling the people they still want to 
reconnect with. This requires careful thought since only people whom the 
grandmother and female adolescent living with HIV had a positive relationship with 
may be needed to reduce the probability of bringing back people with negative 
influence. The community health nurse is also responsible for assisting the female 
adolescent living with HIV and grandmother to re-establish trust in the reconnections. 
Female adolescents may need to be skilled in selecting friends wisely. The 
loneliness that accompanies HIV can make the female adolescent vulnerable to 
being drawn in by the wrong type of people. People using alcohol and drugs would 
be of negative influence to the female adolescent living with HIV. It is important for 
the community health nurse to be observant on the rebuilding of connections 
because peer acceptance is important at the adolescent stage (Meuwese, Braams & 
Guroglu, 2018:12). The community health nurse can also encourage the female 
adolescent living with HIV to connect with other young women at the Teen Clubs.  
 
Ø Dealing with rejection 
The most painful time in living with HIV as seen from this study is experiencing 
rejection from the community and intimate partners. Though rejection is challenging, 
the role of the community health nurse is to assist the female adolescent living with 
HIV to develop the mental strength to accept it, not as a depiction that they deserve 
it but as someone else’s decision which they have no control over. If not accepted 
and dealt with, rejection can result in mental and emotional problems which may 
eventually lead to suicidal thoughts. From the results of the study, it was apparent 
that establishing intimate relationships when living with HIV is very challenging. It 
caused female adolescents living with HIV considerable emotional pain. Moreover, 
some promising relationships were never established because of their HIV status. 
This means that female adolescents living with HIV are rejected based on the 
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presence of an infection. Often these relationships have a shorter lifespan. The role 
of the community health nurse in assisting female adolescents in dealing with 
rejection is: 
 
Ø teaching adolescents to refrain from equating rejection with loss; and 
Ø facilitating self-love and self-acceptance for the female adolescent living with 
HIV. 
 
Ø Dealing with stigma and discrimination 
One of the negative consequences of being diagnosed with HIV is negative reactions 
from society. The stigma associated with HIV infection often has negative 
consequences to the health and mental well-being of people living with HIV. Despite 
the advances in HIV prevention and management, people living with HIV are still 
subjected to the harsh realities of stigma and discrimination (Myhre & Sifris, 2018:6). 
Stigma brands people living with HIV as vectors for transmission who acquired HIV 
as a result of promiscuous behaviour (Hargreaves, Krishnaratne, Mathema, Lilleston, 
Sievwright, Mandla, Mainga, Vermaak, Piwowar-Manning, Schaap, et al. 2018:787). 
The misconceptions about the origins of HIV and lack of knowledge about the 
infection have contributed to the perpetuation of stigma (Hargreaves, et al. 
2018:783). As a result, people living with HIV are excluded from society and end up 
being isolated, lonely and hopeless. Female adolescents living with HIV, by virtue of 
their age, may not fully comprehend the roots of stigma and discrimination and may 
therefore have no means of dealing with stigma. Female adolescents living with HIV 
in this study preferred to hide out in their homestead after experiencing real stigma in 
the community.  
 
The role of the community health nurse will be to assist the female adolescent living 
with HIV to deal with stigma and discrimination. The grandmother also needs to learn 
about stigma and discrimination because of her association and involvement with her 
granddaughter place her at risk of secondary stigma. Learning how to deal with 
stigma is not always an easy task since stigma can be displayed in multiple ways. 
The nurse will need to equip female adolescents living with HIV to lay out a strategy 
to overcome their fears of stigma and discrimination and to protect themselves from 
real acts of discrimination. The following are ways in which the community health 
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nurse can assist the female adolescent living with HIV to deal with stigma and 
discrimination: 
 
Ø assist the female adolescent living with HIV in differentiating between 
perceived and enacted fears; 
Ø remove self-blame about HIV infection. Female adolescents who were 
perinatally infected with HIV blamed their parents for the infection while those 
who were behaviourally infected were tempted to think that HIV infection was 
a moral consequence. Thus, they end up with internal stigma;  
Ø educate the female adolescent living with HIV and the grandmother about 
HIV, transmission and management. Leaflets and fliers can be given to the 
female adolescents to read; 
Ø discuss confidentiality concerns; 
Ø encourage disclosure of HIV status when they are emotionally and mentally 
ready; and 
Ø Teach female adolescents to accept that individuals may ask them insensitive 
questions which may be a reflection of their fears.  
 
6.3.2.3 Objective 3: To facilitate maintenance of coping 
 
Living with HIV was associated with stressors that female adolescents living with HIV 
and their grandmothers needed to deal with. According to Orban, Stein, Koenig, 
Conner, Rexhouse, Lewis and LaGrange (2010:7), adolescents living with HIV have 
multiple stressors, which include medication stressors and disclosure stressors, 
among others. It is of note that adolescents lack the skill of coping, where a majority 
use passive methods of coping which actually do not address the stressor and are 
associated with greater emotional and behavioural problems (Orban, et al. 2010:7). 
Therefore, maintaining healthy and active coping mechanisms is necessary for the 
facilitation and maintenance of self-management of HIV. Maintenance of coping will 
be addressed in the paragraphs that follow through fostering resilience, self-love, 
self-acceptance and acquisition of basic life skills.  
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a) Objective 3a: To facilitate resilience, self-love and self-acceptance 
 
A positive HIV diagnosis is listed as one of life’s major stressors (Horter, Thabede, 
Dlamini, Bernays, Stringer, Mazibuko, et al. 2017:54). For female adolescents living 
with HIV, the stress is compounded by the lack of coping skills and the 
developmental stage that emphasises acceptance by peers. For female adolescents 
to live and have a meaningful life with HIV as a chronic disease, they need to be 
capacitated on resilience, self-love and self-acceptance.  
 
Ø Facilitating resilience 
A majority of people encounter traumatic situations in their lives but the ability to 
bounce back to normal is a skill that needs to be learned (American Psychological 
Association, 2018:6). HIV diagnosis is one of the most challenging human life 
experiences (Horter, et al. 2017:54) and the effects are exaggerated when the 
infection is diagnosed in an adolescent who has poor coping skills. Resilience is best 
defined as the process of adapting to adversity, traumatic life experiences or 
significant stress associated with health problems (American Psychological 
Association, 2018:6). Emotional pain is common in individuals who have 
experienced traumatic life situations, and in the case of female adolescents, the 
emotional pain stems from the HIV diagnosis itself and the loss of parents. For the 
grandmothers, emotional pain, which they described as a heaviness in their hearts, 
was due to their experience of losing their children to AIDS and the challenges of 
caring for their granddaughters living with HIV.  
 
Building resilience requires that the female adolescent living with HIV and the 
grandmother have social connections both within the family and outside of the family 
sphere. The community health nurse has to assist the grandmother and the female 
adolescent living with HIV to strengthen the relationship they already have which 
leads to deeper connection and attachment. The female adolescent living with HIV 
and the grandmother must be assisted to realise that they can be each other’s 
support system. Social connections outside of the family cannot be controlled by the 
community health nurse or the female adolescent living with HIV and grandmother, 
since these are informed by the attitudes people have towards individuals living with 
HIV.  
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The outcome of facilitation of resilience will include the ability for the female 
adolescent living with HIV and the grandmother to make realistic plans and take 
actions to carry out the plans, cultivating positive self-concept and confidence in 
abilities and skills, emotional intelligence and good communication skills. The 
community health nurse must be cognisant that strategies to facilitate resilience 
differ from female adolescent to female adolescent because people tend to respond 
differently to life stressors. The community health nurse will have to teach the female 
adolescent living with HIV the following in order to enhance resilience: 
 
Ø reconnect and make new connections with family members, peers and 
friends; 
Ø change the manner in which problems are viewed and interpreted; 
Ø acknowledge that change has occurred and accept it as part of life’s journey; 
Ø develop action plans to solve problems directly instead of detaching from 
problems; 
Ø identify opportunities that will promote self-discovery and growth; 
Ø maintain a positive perspective on life; 
Ø promote hope in the female adolescent living with HIV; 
Ø steps to take care of the physical, mental and emotional self to promote 
effective stress management; and 
Ø maintain the journey towards resilience. 
 
Ø Facilitating self-love 
Self-love is important to the well-being of the human race. It informs how an 
individual will cope with difficult situations in life. It also influences decision-making 
for day-to-day life as well as major life decisions such as choosing a mate (Gayer, 
2013:5). It comes from a positive self-concept. Self-love is a state of appreciation for 
oneself that grows from actions that support physical, spiritual and psychological 
growth (Greenberg, 2017:2). If individuals have self-love, they better accept 
strengths and weaknesses and have a reduced need to explain shortcomings and 
the expectation of being gratified by others. Self-love is an integral part of human 
existence and survival. Myburgh, Poggenpoel and Hastings-Tolsma (2017:5) assert 
that individuals who have self-love are less likely to be aggressive and unforgiving 
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towards themselves. Female adolescents in this study had a dire need to forgive and 
be gentle with themselves, appreciate and show love to themselves. 
 
To promote self-love, the community health nurse will have to teach the female 
adolescent living with HIV to be present and to be mindful of thoughts, feelings and 
what they want. These can be recorded in a journal to facilitate clarity of thoughts. 
Being mindful increases the female adolescent’s actions based on what they want 
instead of what others want for them. The idea is to develop a young woman who is 
firm and centred and moving forward in life. If female adolescents living with HIV act 
on the knowledge of what they want in life, they will be in a position to make 
decisions that will keep them focused.  
 
The community health nurse also has to teach the female adolescent living with HIV 
self-care. Individuals who practice good self-care through exercise, good nutrition, 
and healthy social interactions experience increased self-love. Self-love also 
functions as a conduit within which relationships are judged either as toxic or 
beneficial. Thus, with increases in self-love, the female adolescent living with HIV will 
have the confidence to disclose the HIV status to a potential intimate partner. 
Through self-love, the female adolescent living with HIV will not be needy to the 
extent that they have to conceal their HIV status and live a lie just to be in an 
intimate relationship. Without the end result of aggression, the community health 
nurse must also teach the female adolescent living with HIV how to set boundaries 
for activities or relationships that lead to depletion of the physical, mental, emotional 
and spiritual energy. The ability to say ‘NO’ to extra responsibilities or lifestyles in 
exchange for social interaction and or connection needs to be taught to female 
adolescents living with HIV.  
 
Female adolescents should also be taught how to protect themselves. This 
encompasses the ability to choose social connections wisely. The ultimate goal here 
is to ensure that female adolescents living with HIV bring the right people into their 
personal space. At some point, female adolescents living with HIV would have to get 
rid of connections that take pride in their pain and loss. This is to minimise the pain 
and suffering they face when they have been gossiped about within the community.  
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Another responsibility of the community health nurse is to assist the female 
adolescents in forgiving themselves. Female adolescents who were infected 
behaviourally with HIV often had this tint of self-blame. Here the community health 
nurse needs to help the female adolescent to arrive at self-forgiveness. In most 
instances, human beings punish themselves too much for past mistakes (Fahkry, 
2017:2) in an attempt to take responsibility for their actions. Female adolescents 
living with HIV need to be taught how to accept their humanness (Khoshaba, 2012:3) 
and to be kind to themselves.  
 
Ø Facilitating self-acceptance 
Self-acceptance is recognised as the non-judgemental affirmation of self (Seltzer, 
2011:3). It is crucial in the well-being of human beings. Even though individuals may 
recognise their weaknesses and challenges, these do not impede on the ability to 
unconditionally accept the self. Female adolescents living with HIV expressed dislike 
of their weight since they suffered extreme weight loss when they were acutely ill 
while some disliked the disfigurements they experienced. It is this self-dislike that 
promoted feelings of worthlessness among female adolescents living with HIV. The 
community health nurse needs to assist the individual in identifying and exploring the 
aspects of their physical body which they do not like. 
 
The community health nurse must make female adolescents living with HIV aware 
that people will still label them, however, those labels should not be accepted as 
truths. Female adolescents living with HIV must be taught how to certify and validate 
themselves. The ultimate goal is to promote happiness in the lives of female 
adolescents living with HIV. Happiness and self-acceptance go hand-in-hand 
(Seltzer, 2011:10). More self-compassion is required to cultivate self-acceptance. 
Female adolescents accepted the HIV infection as their fault and until they pardon 
themselves from that, self-acceptance will not be realised. Thus, at the heart of self-
acceptance is self-forgiveness.  
 
Self-acceptance is required as a foundation for intimate and other relationships. 
Female adolescents living with HIV cannot form lasting and meaningful intimate 
relationships if the relationship with the self is non-existent. The role of the 
community health nurse would be to assist these female adolescents in adopting a 
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more loving stance towards the self. To do this, female adolescents living with HIV 
need to examine for residual feelings of guilt, self-rejection as a consequence of 
social rejection, and shame of living with HIV.  
 
b) Objective 3b: To facilitate the acquisition of basic life skills 
 
The need for facilitation of basic life skills was evident in the findings of this study. 
Due to lack of good communication skills, female adolescents living with HIV opted 
to stay out of conversations regarding HIV due to their fear of being identified to be 
living with HIV. Basic life skills are abilities for adaptive and positive behaviour that 
enhance an individual’s ability to deal with the demands, challenges and stress of 
daily life (Srikala & Kishore, 2010:347). The focus areas of basic life skills to teach 
female adolescents living with HIV include: 
 
Ø development of confidence in personal skills and abilities; 
Ø decision-making and problem solving; 
Ø communication skills and interpersonal relations; 
Ø coping with emotions and stress; and 
Ø self-awareness and empathy. 
 
6.3.3 Strategy 3: Facilitating the termination phase 
 
The goal of the facilitation procedure is the ability of the female adolescent living with 
HIV to self-manage HIV infection and the grandmother to indicate the ability to care 
for female adolescents living with HIV. 
 
6.3.3.1 Objective 1: To evaluate the progress of the facilitation procedure 
(evaluate the ability to self-manage HIV by female adolescent living 
with HIV) 
 
Facilitation of self-management of HIV will not be an easy process on the part of the 
female adolescents living with HIV. They need to be evaluated and deemed able to 
take responsibility for health maintenance, positive social integration, mental and 
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emotional health and display of healthy coping mechanisms. The evaluation should 
focus on: 
 
Ø The female adolescents living with HIV should display the ability to maintain 
independence in meeting their health needs. 
Ø The female adolescents living with HIV should display the ability to reach out 
for help when needed. 
Ø The female adolescents living with HIV should display the ability to adhere to 
ART and keep clinic appointments, as well as symptom and side effect 
management.  
Ø The female adolescents living with HIV should display self-love, self-
acceptance and resilience as measures of effective coping mechanisms. 
 
6.3.3.2 Objective 2: To evaluate the ability to provide care for female 
adolescents by grandmothers 
 
Grandmothers have a duty of care for female adolescents living with HIV. Their role 
is to effectively care for and support female adolescent living with HIV in their journey 
of life as they live with HIV. Their role is bound to change, as it has changed from 
active caregiving to passive caregiving as the female adolescent matures to take 
care of herself. However, the grandmothers still remain the primary support structure 
for the female adolescent living with HIV. Evaluating the grandmother will focus on 
the following areas: 
 
Ø The grandmother’s ability to effectively communicate with the female 
adolescent living with HIV. 
Ø The grandmother’s ability to connect with the female adolescent living with 
HIV at a deeper level. 
Ø The grandmother’s ability to display acceptance of female adolescent’s HIV 
status. 
Ø The grandmother’s ability to display confidence in caring for other family 
members living with HIV. 
Ø The grandmother should display the ability to request assistance or support 
from family members where necessary. 
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Ø The grandmother should display the ability to manage stress. 
 
6.3.3.3 Objective 3: To maintain and continue the facilitation procedure for 
patients who relapse 
 
The community health nurse should be available to support female adolescents 
living with HIV and their grandmothers in the life-long implementation of the self-
management skills acquired during facilitation. Some female adolescents living with 
HIV and their grandmothers may relapse due to individual circumstances and the 
community health nurse must be willing and ready to support where necessary. The 
following should be done in dealing with instances of relapse: 
 
Ø The female adolescent living with HIV and grandmother should know how and 
when to approach the community health nurse(s) in case there is a need.  
Ø There should be ongoing support for the female adolescent living with HIV 
and the grandmother who has relapsed until they are re-evaluated. 
Ø The female adolescent living with HIV and grandmother who relapse will need 
to be re-evaluated to determine the kind of support required.  
 
6.3.3.4 Objective 4: To terminate the relationship for female adolescents and 
grandmothers who show satisfactory outcomes of facilitation 
 
The facilitation relationship will have to end at some point when the community 
health nurse is confident that the female adolescent living with HIV and the 
grandmother have mastered the skill of HIV self-management.  
 
6.4 CONCLUSION 
 
In this chapter, the strategies for self-management of HIV were developed and 
described following the conceptual framework that was developed in Chapter Five. 
The strategies include building therapeutic and trusting relationships, facilitating the 
working phase, and facilitating the termination phase. The focus of the next chapter 
will be the conclusions of the study, limitations and recommendations.  
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CHAPTER SEVEN 
CONCLUSION, LIMITATIONS AND RECOMMENDATIONS 
 
7.1 INTRODUCTION 
 
In the previous chapter, the strategies to facilitate the self-management of HIV by 
female adolescents living with HIV and their grandmothers caring for them were 
outlined. The strategies developed are building therapeutic and trusting 
relationships, facilitating the working phase and facilitating the termination phase. 
The focus of this chapter will be on the review of the research process to ascertain if 
the objectives of the study were met. Moreover, the conclusions of the study, 
limitations and the recommendations will be presented. The conclusion will be drawn 
from all three phases of the study.  
 
7.2 OVERVIEW OF THE RESEARCH PROCESS 
 
The researcher will outline the process followed during the implementation of the 
study.  
 
The purpose of this study was to gain an understanding of the experiences of female 
adolescents living with HIV and their grandmothers who care for them, to develop a 
conceptual framework and nursing strategies to be used as a framework of reference 
to facilitate self-management of HIV by female adolescents living with HIV in 
Eswatini.  
 
The research objectives were as follows: 
 
• To explore and describe the experiences of female adolescents living with HIV. 
• To explore and describe the experiences of the grandmothers caring for female 
adolescents living with HIV. 
• To develop and describe a conceptual framework for community health nurses to 
facilitate HIV self-management practices by female adolescents and their 
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grandmothers caring for them in Eswatini, based on the results of the 
experiences. 
• To develop and describe strategies to facilitate self-management of HIV by female 
adolescents living with HIV and their grandmothers caring for them in Eswatini. 
 
The research study sought to answer the following questions that were derived from 
the problem statement: 
 
• What are the experiences of Swati female adolescents living with HIV? 
• What are the grandmothers’ experiences of female adolescents living with HIV? 
• What can be done to facilitate self-management of HIV by female adolescents in 
Eswatini? 
 
To achieve the objectives and answer the research questions, the study was divided 
into three phases. In Phase One, a field study was conducted using multiple case 
studies within a phenomenological approach. The setting was the Manzini region of 
Eswatini. Purposive sampling was used to recruit participants into the study. A pilot 
study was conducted before the main study where the researcher had to change the 
manner in which questions were asked during the interview. Data from female 
adolescents living with HIV and their grandmothers caring for them was collected 
using in-depth, individual interviews. Some participants opted to use SiSwati 
language while others preferred using both Siswati and English during the 
interviews. For the interviews, a broad opening question was asked after which 
probes were used to elicit more data and clarification from the participants. 
Interviews lasted for 45-60 minutes. Field notes were collected during the interviews 
and were incorporated into the transcripts for analysis. Data were analysed following 
Giorgi’s method. The full description of the research methodology was given in 
Chapter Two.  
 
Three main themes were identified for female adolescents. Of note is that these 
themes were shared by grandmothers as well. For the grandmothers, four themes 
were identified. The results of the study were presented in Chapter Three of this 
study. 
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In Phase Two, the conceptual framework for the facilitation of self-management of 
HIV by female adolescents living with HIV was developed using the field study 
findings of Phase One. In Phase Three, the strategies to facilitate the self-
management of HIV by female adolescents living with HIV and their grandmothers 
who cared for them were developed.  
 
7.3 CONCLUSION OF THE STUDY 
 
In the paragraphs that follow, the researcher discusses the extent to which the 
objectives of the study were met.  
 
7.3.1 Objective 1: To explore and describe the experiences of female 
adolescents living with HIV 
 
This objective was met through the conduct of a field study that was qualitative, 
exploratory, descriptive and contextual in nature. Female adolescents aged 18 to 21 
years, living with HIV and on ART were purposively sampled into the study. Data 
from female adolescents were collected by means of individual, in-depth interviews 
that lasted 45 to 60 minutes at the homes where adolescents resided. Interviews 
were audio-recorded with permission from the participants. Data were thematically 
analysed using the steps of Giorgi’s method of analysis. Three main themes with 
categories were identified from the data. The themes and categories that were 
identified from female adolescent interviews are presented in Table 7.1. 
 
Table 7.1: Experiences of female adolescents living with HIV 
Themes Categories 
1. Experiences quest to survive 1.1. Experienced a lack of provision for 
daily life because of the lack of resources 
1.2 Experienced physical effects 
because of poor health status that was 
physically draining 
1.3. Experienced side effects of 
medication for HIV 
299 
 
Themes Categories 
2. Experiences support system 2.1 Experienced clinical support through 
nurse-patient relationship 
2.2 Experienced grandmother-
granddaughter relationship that provided 
communication and emotional support 
2.3. Experienced a lack of community 
support, fear of stigma and discrimination 
that led to the concealment of HIV status 
2.4. Experienced reliance on a Higher 
Power 
3. Experienced psychological effects 3.1. Experienced poor acceptance of the 
HIV status 
3.2. Experienced low social integration 
because of betrayal, isolation, loneliness 
and suicidal ideation and lack of 
friendships  
3.3. Experienced feelings of loss: grief, 
fear, stress, mistrust and worry about the 
future 
 
7.3.2 Objective 2: To explore and describe the experiences of the 
grandmothers caring for female adolescents living with HIV 
 
This objective was realised through interviewing grandmothers caring for female 
adolescents using individual, in-depth interviews. Grandmother interviews were 
conducted in SiSwati. The conclusion from the findings is that grandmothers 
encountered challenges in caring for female adolescents living with HIV in terms of 
financial and food resources, lack of support from family and the community, as well 
as negative psychological effects. The findings indicated that grandmothers have a 
need for the strategies to facilitate self-management of HIV among female 
adolescents. The themes and categories from the grandmother interviews are 
presented in Table 7.2. 
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Table 7.2: Experiences of grandmothers of female adolescents living with 
HIV 
Themes Categories 
1. Experiences quest to survive 1.1. Experienced a lack of provision for 
daily life because of the lack of resources 
1.2 Experienced physical effects 
because of poor health status that was 
physically draining 
2. Experiences support system 2.1 Experienced grandmother-
granddaughter relationship that provided 
communication and emotional support 
2.2. Experienced a lack of community 
support, fear of stigma and discrimination 
that led to the concealment of the HIV 
status 
2.3. Experienced reliance on a Higher 
Power 
3. Experienced psychological effects 3.1. Experienced poor acceptance of the 
HIV status 
3.2. Experienced low social integration 
because of betrayal, isolation, loneliness 
and suicidal ideation and lack of 
friendships  
3.3. Experienced feelings of loss: grief, 
fear, stress, mistrust and worry about the 
future 
4. Experienced extended duty of 
caregiving role by grandmother 
4.1. Experienced adherence support 
through medication reminders 
4.2. Experienced that the emotional 
support by the grandmother led to a 
deeper attachment to the granddaughter 
and the duty of counselling 
4.3. Experienced protectiveness in day-
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Themes Categories 
to-day care 
4.4 Experienced a burden of care for 
other family members living with HIV 
 
Findings from both participant groups were discussed within the scope of existing 
literature. A cross-case validation report was presented that investigated the 
individual case findings and related it with all the other case findings. 
  
7.3.3  Objective 3: To develop and describe a conceptual framework for 
community health nurses to facilitate HIV self-management practices 
by female adolescents and their grandmothers caring for them in 
Eswatini, based on the results of the experiences 
 
This objective of the study was met through the development and description of a 
conceptual framework for the facilitation of self-management of HIV by female 
adolescents living with HIV and their grandmothers who care for them. The 
conceptual framework is divided into three interrelated phases, namely the 
relationship building phase, the working phase, and the termination phase. The 
conceptual framework, as developed and described, is found in Chapter Five of this 
study.  
 
The conceptual framework will be used by community health nurses in their 
encounters with female adolescents living with HIV and their grandmothers who care 
for them.  
 
7.3.4 Objective 4: To develop and describe strategies to facilitate self-
management of HIV by female adolescents living with HIV and their 
grandmothers caring for them in Eswatini 
 
This objective was met through the development of strategies to facilitate self-
management of HIV by female adolescents living with HIV and their grandmothers 
who care for them. The strategies were based on the conceptual framework that was 
developed in Chapter Six. Three main strategies with objectives and actions were 
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developed and described. The strategies developed for self-management were as 
follows: 
 
• Building therapeutic and trusting relationships: this strategy is aimed at fostering a 
working relationship between the community health nurse and the female 
adolescent living with HIV, as well as between the community health nurse and 
the grandmother caring for a female adolescent living with HIV. The objectives of 
this strategy are to explore the needs, challenges and expectations of female 
adolescents living with HIV and their grandmothers who care for them. 
• Facilitation of the working phase: this strategy is aimed at implementing the 
actions to facilitate self-management of HIV by female adolescents living with HIV 
and their grandmothers who care for them. The objectives are to facilitate skills 
that deal with intrapersonal, interpersonal challenges for both the grandmother 
and female adolescent living with HIV, as well as maintain coping. 
• Facilitating the termination phase: the objectives of this strategy are to evaluate 
the progress of the facilitation procedure through the ability to provide self-
management of HIV by female adolescent living with HIV, and the ability of 
grandmothers to provide care for female adolescents living with HIV.  
 
7.4 CHALLENGES AND LESSONS LEARNED 
 
The researcher encountered the following challenges during the conduct of the 
research study: 
 
Recruitment of participants: the inclusion criteria for the research study was deemed 
to be too strict and narrow, hence it was challenging to find participants who met the 
inclusion criteria. This led to delays in the recruitment process. Additionally, due to 
the sensitivity of the topic under study, grandmothers caring for female adolescents 
living with HIV experienced the need to request permission from male members of 
their families before consenting to interviews. In some instances, permission was 
denied. 
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7.5 LIMITATIONS OF THE STUDY 
 
The strategies to facilitate the self-management of HIV among female adolescents 
living with HIV and their grandmothers caring for them have not been implemented in 
nursing practice, nursing education and research. 
 
7.6 ORIGINAL CONTRIBUTION OF THIS STUDY 
 
The study brought forth an understanding of the daily life experiences of female 
adolescents living with HIV. The study also explored the experiences of 
grandmothers as caregivers of female adolescents living with HIV. The findings from 
the experiences indicated a need for facilitation of self-management of HIV by 
female adolescents. As caregivers, grandmothers indicated a need for support in the 
facilitation of self-management.  
 
Based on the findings of these experiences, a conceptual framework for the 
facilitation of self-management was then developed and described. Thereafter, the 
strategies for the facilitation of self-management were developed and described. The 
conceptual framework and strategies will contribute to the body of nursing research. 
Nursing practice, relating to the management of female adolescents living with HIV, 
will be positively improved. Self-management skills that female adolescents will learn 
can smooth the transition process from adolescent to adult HIV-care.  
 
7.7 RECOMMENDATIONS 
 
Based on the conclusions of the study, the researcher made recommendations 
pertaining to nursing practice, nursing education, and future research.  
 
7.7.1 Recommendations for nursing practice 
 
Nursing practice is central in the management of HIV as well as the implementation 
of the strategies for the facilitation of self-management of HIV as developed and 
presented in Chapter Six.  
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HIV is a global health problem hence management of HIV should flow from policy 
level to grassroots implementers. HIV care and support services have been 
strengthened in Eswatini. Adolescent HIV has received particular attention, however, 
self-management of HIV among female adolescents living with HIV has not received 
much attention from practice and research.  
 
The conceptual framework and strategies were developed on the premise that 
female adolescents living with HIV can attain the ability to self-manage HIV while 
grandmothers can have the ability to support female adolescents’ self-management 
of HIV. Proper implementation of this conceptual framework requires the 
establishment of a relationship of trust between the community health nurse and the 
female adolescents living with HIV.  
 
Specific recommendations for practice: 
 
• Enlist the services of a social worker to deal with the social aspects of the effects 
of living with HIV. 
• Offer psychological support to female adolescents living with HIV as needed. The 
findings indicated the negative psychological effects of living with HIV.  
• Family support is important in the era of HIV. The findings indicated that 
grandmothers are as affected by caregiving in HIV as female adolescents living 
with HIV. Therefore, involving caregivers in the care of HIV remains paramount. 
• Social support: although the availability of social support and treatment supporters 
are important in HIV care, support from the community is also necessary. 
Therefore, community sensitisations are still required to improve the acceptance 
of people living with HIV.  
• The development and enforcement of self-management programmes for 
adolescents living with HIV. 
 
7.7.2 Recommendations for nursing education 
 
The formal preparation of community health nurses needs to respond to the 
patient/patient healthcare needs. The curriculum for nursing schools should respond 
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to emerging healthcare needs to produce nurses who are skilled in handling these 
challenges. The teaching on self-management has been tailored towards the well-
known chronic non-communicable diseases such as diabetes mellitus, hypertension 
and asthma. Education should now include self-management strategies for HIV as a 
chronic disease. Also, establishing courses on adolescent mental health issues in 
nursing schools is imperative as negative psychological experiences associated with 
living with HIV were evident in this study’s results.  
 
Adolescents living with HIV also need skills on the daily management of HIV, 
including prevention of re-infection, and the prevention of HIV transmission to 
intimate partners and babies.  
 
7.7.3 Recommendations for nursing research 
 
Research has been conducted on HIV management in Eswatini. Attention has been 
given to the medical and social management of HIV. Inadequate attention has been 
given to self-management of HIV among adolescents. Further research is needed on 
the acceptance of adolescents living with HIV. Conducting studies re-evaluating the 
levels of HIV-related stigma and discrimination in the community after the 
implementation of ‘Test and Start’ is recommended. Research is also needed on the 
experiences of male adolescents living with HIV. Though female adolescents have 
been disproportionately affected by the HIV infection, male adolescents also deserve 
male adolescent-specific interventions as informed by research.  
 
Research of the practical application of the conceptual framework in nursing 
management of female adolescents living with HIV is important. Further research on 
the effectiveness of the strategies developed by the researcher on the facilitation of 
self-management by female adolescents is recommended. Additional research on 
self-management of HIV among other population groups is also recommended.  
 
This study used a qualitative approach in developing the conceptual framework and 
strategies. Therefore, further quantitative research studies are recommended to 
determine the effectiveness of the strategies for self-management of HIV.  
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7.8 CONCLUSION 
 
The aim of this chapter was to review the research process that was followed during 
the conduct of this study. The purpose of the study was achieved. This study 
presented the researcher’s quest to understand the experiences of female 
adolescents living with HIV and their grandmothers who care for them. HIV, as a 
chronic condition, requires that the infected person be capacitated to manage the 
disease on a day-to-day basis. A conceptual framework and strategies for the 
facilitation of self-management were developed to assist nurses in their interaction 
with female adolescents living with HIV. The main conclusion drawn from the study 
was presented. The challenges faced by the researcher during the conduct of this 
study were also outlined. Recommendations, as deduced from the research, were 
also presented in this chapter. 
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ANNEXURE B: INFORMATION SHEET AND CONSENT LETTERS 
 
INFORMATION SHEET FOR FEMALE ADOLESCENT 
 
 
DEPARTMENT OF NURSING 
RESEARCH STUDY INFORMATION LETTER FOR FEMALE ADOLESCENT 
7th June, 2017  
 
Good Day 
 
My name is Bonisile Siphiwe Nsibandze. I WOULD LIKE TO INVITE YOU TO 
PARTICIPATE in a research study on the strategies to facilitate the self-
management of HIV among female adolescents living with HIV and their 
grandmothers caring for them in Eswatini. 
 
Before you decide whether to participate, I would like to explain why the research is 
being done and what it will involve for you. I will go through the information letter 
with you and answer any questions you have. This should take about 10 to 20 
minutes. The study is part of a research project being completed as a requirement 
for a Doctoral Degree in Nursing through the University of Johannesburg. 
 
THE PURPOSE OF THIS STUDY is to  gain an understanding of the experiences of 
female adolescents living with HIV and their grandmothers who care for them.  I also 
want to come up with viable ways that will help female adolescents to be able to 
manage HIV by themselves. For that reason, we invite female adolescents aged 18 
years who are living with HIV, who have known their HIV-positive status for at least a 
345 
 
year and are already on HIV treatment for at least six months to participate in this 
study. 
 
Below, I have compiled a set of questions and answers that I believe will assist you 
in understanding the relevant details of participation in this study. Please read 
through it. If you have any further questions I will be happy to answer them for you. 
 
DO I HAVE TO TAKE PART? No, you don’t have to. It is up to you to decide to 
participate in the study. I will describe the study and go through this information 
sheet. If you agree to take part, I will then ask you to sign a consent form.  
 
WHAT EXACTLY WILL I BE EXPECTED TO DO IF I AGREE TO PARTICIPATE? 
First, you will sign the consent form to indicate that you agree to participate. I will 
give you a copy of the signed consent form. I will then interview you and your 
grandmother. The interviews will take approximately 40 to 60 minutes to complete. I 
will also arrange for an interview with your grandmother. I request your permission to 
tape the interviews. I will store the tape records in a lockable cabinet where only I will 
have access to it. The tapes will be destroyed two years after the report has been 
published.  
 
WHAT WILL HAPPEN IF I WANT TO WITHDRAW FROM THE STUDY? If you 
decide to participate, you are free to withdraw your consent at any time without 
giving a reason and without any consequences. If you wish to withdraw your 
consent, please inform me as soon as possible. 
 
IF I CHOOSE TO PARTICIPATE, WILL THERE BE ANY EXPENSES FOR ME OR 
PAYMENT DUE TO ME: There will be no expense to you if you decide to participate. 
The researcher will come to you for the interviews. You will not be paid for your 
participation in the study.  
 
RISKS INVOLVED IN PARTICIPATION: The study is not aimed at testing 
medication or other medical equipment and therefore it has minimal risks. The risks 
that may accompany participating in the study include questions that may make you 
feel uncomfortable and make you worry about your privacy. But to minimise any 
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uneasiness, I will allow you to choose a comfortable place where you can have the 
interview with minimal distraction. You may choose not to answer some of the 
questions. 
 
BENEFITS INVOLVED IN PARTICIPATION: There are no direct benefits for 
participating in this study. However, through your participation in this study you will 
have an opportunity to discuss your feelings in depth, gain some information about 
HIV, and ask any questions which you might have. Also, the findings from the study 
will help you and the Eswatini community at a later stage. The findings will be used 
to develop ways in which female adolescents living with HIV can practice self-
management of HIV. 
 
WILL MY PARTICIPATION IN THIS STUDY BE KEPT CONFIDENTIAL? Yes. No 
names will be recorded on the data sheet. All data and back-ups thereof will be kept 
in password-protected folders and/or locked away as applicable. Only my research 
supervisors and I will be authorised to use and/or disclose your anonymised 
information in connection with this research study. Any other person wishing to work 
with your anonymised information as part of the research process (e.g. an 
independent data coder) will be required to sign a confidentiality agreement before 
being allowed to do so. 
 
WHAT WILL HAPPEN TO THE RESULTS OF THE RESEARCH STUDY? The 
results will be written into a research report that will be assessed. In some cases, 
results may also be published in a scientific journal. In either case, you will not be 
identifiable in any documents, reports or publications. You will be given access to the 
study results if you would like to see them, by contacting me.  
 
WHO IS ORGANISING AND FUNDING THE STUDY? The study is being organised 
by me under the guidance of my research supervisors at the Department of Nursing 
in the University of Johannesburg. The study has not received any funding from any 
organisation. 
 
WHO HAS REVIEWED AND APPROVED THIS STUDY? Before this study was 
allowed to start, it was reviewed in order to protect your interests. This review was 
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done first by the Department of Nursing, secondly by the Faculty of Health Sciences 
Research Ethics Committee at the University of Johannesburg, and thirdly by the 
National Health Research Review Board under the Ministry of Health. In all cases, 
the study was approved. 
 
WHAT IF THERE IS A PROBLEM? If you have any concerns or complaints about 
this research study, its procedures or risks and benefits, you should ask me. You 
should contact me at any time if you feel you have any concerns about being a part 
of this study. My contact details are:  
 
Bonisile Siphiwe Nsibandze 
(+268) 7613 1158 
bnsibandze@gmail.com 
 
You may also contact my research supervisor: 
Dr Charlene Downing 
charlened@uj.ac.za   
 
If you feel that any questions or complaints regarding your participation in this study 
have not been dealt with adequately, you may contact the Chairperson of the Faculty 
of Health Sciences Research Ethics Committee at the University of Johannesburg: 
Dr. Chris Stein 
Tel: 011 559-6564 
Email: cstein@uj.ac.za 
 
FURTHER INFORMATION AND CONTACT DETAILS: Should you wish to have 
more specific information about this research project, if you have any questions, 
concerns or complaints about this research study, its procedures, risks and benefits, 
you should communicate with me using any of the contact details provided above. 
Researcher: 
Bonisile S. Nsibandze 
 
348 
 
CONSENT FORM FOR FEMALE ADOLESCENTS 
 
 
DEPARTMENT OF NURSING 
RESEARCH CONSENT FORM FOR FEMALE ADOLESCENT 
 Strategies to Facilitate Self-Management of HIV by Female Adolescents Living 
with HIV in Eswatini 
 
Please initial each box below: 
I confirm that I have read and understand the information letter dated 
7th June, 2017 for the above study. I have had the opportunity to 
consider the information, ask questions and have had these answered 
satisfactorily. 
 
I understand that my participation is voluntary and that I am free to 
withdraw from this study at any time without giving any reason and 
without any consequences to me. 
 
I agree to take part in the above study. 
 
 
_______________________ ____________________ ________________ 
Name of Participant        Signature of Participant   Date 
 
______________________ ____________________ ________________ 
Name of Researcher  Signature of Researcher   Date 
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INFORMATION LETTER FOR GRANDMOTHERS 
 
DEPARTMENT OF NURSING 
RESEARCH STUDY INFORMATION LETTER FOR GRANDMOTHERS 
7th June, 2017 
 
Good Day 
 
My name is Bonisile Siphiwe Nsibandze. I WOULD LIKE TO INVITE YOU TO 
PARTICIPATE in a research study on the strategies for the facilitation of self-
management of HIV by female adolescents living with HIV and their grandmothers 
who care for them in Eswatini. 
 
Before you decide whether to participate, I would like to explain why the research is 
being done and what it will involve for you. I will go through the information letter 
with you and answer any questions you have. This should take about 10 to 20 
minutes. The study is part of a research project being completed as a requirement 
for a Doctoral Degree in Nursing through the University of Johannesburg. 
 
THE PURPOSE OF THIS STUDY is to gain an understanding of the experiences of 
female adolescents living with HIV and their grandmothers who care for them.  I also 
want to come up with viable ways that will help adolescents to be able to manage 
HIV by themselves. For that reason, we invite grandmothers who are staying with 
and caring for female adolescents aged 18 years who are living with HIV. 
Grandmothers should be the legal guardians of the female adolescents. 
 
Below, I have compiled a set of questions and answers that I believe will assist you 
in understanding the relevant details of participation in this study. Please read 
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through it or I will read through it for you.  If you have any further questions I will be 
happy to answer them for you. 
 
DO I HAVE TO TAKE PART? No, you don’t have to. It is up to you to decide to 
participate in the study. I will describe the study and go through this information 
sheet. If you agree to take part, I will then ask you to sign a consent form.  
 
WHAT EXACTLY WILL I BE EXPECTED TO DO IF I AGREE TO PARTICIPATE? 
First, you will sign the consent form to indicate that you agree to participate. I will 
give you a copy of the signed consent form. I will then interview you and your 
granddaughter. The interviews will take approximately 40 to 60 minutes to complete.  
I request your permission to tape the interviews. I will store the tape records in a 
lockable cabinet where only I will have access to it. The tapes will be destroyed two 
years after the report has been published.  
 
WHAT WILL HAPPEN IF I WANT TO WITHDRAW FROM THE STUDY? If you 
decide to participate, you are free to withdraw your consent at any time without 
giving a reason and without any consequences. If you wish to withdraw your 
consent, please inform me as soon as possible. 
 
IF I CHOOSE TO PARTICIPATE, WILL THERE BE ANY EXPENSES FOR ME OR 
PAYMENTDUE TO ME: There will be no expense to you if you decide to participate. 
You will not be paid for your participation in the study.  
 
RISKS INVOLVED IN PARTICIPATION: The study is not aimed at testing 
medication or other medical equipment and therefore it has minimal risks. The risks 
that may accompany participating in the study include questions that may make you 
feel uncomfortable and make you worry about your privacy. But to minimise any 
uneasiness, I will allow you to choose a comfortable place where you can have the 
interview with minimal distraction. You may choose not to answer some of the 
questions. 
 
BENEFITS INVOLVED IN PARTICIPATION: There are no direct benefits for 
participating in this study. However, through your participation in this study you will 
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have an opportunity to discuss your feelings in depth, gain some information about 
HIV and ask any questions which you might have. Also, the findings from the study 
will help the Eswatini community at a later stage. The findings will be used to 
develop ways in which female adolescents living with HIV can participate in self-
management of HIV. 
 
WILL MY PARTICIPATION IN THIS STUDY BE KEPT CONFIDENTIAL? Yes. No 
names will be recorded on the data sheet. All data and back-ups thereof will be kept 
in password-protected folders and/or locked away as applicable. Only my research 
supervisors and I will be authorised to use and/or disclose your anonymised 
information in connection with this research study. Any other person wishing to work 
with your anonymised information as part of the research process (e.g. an 
independent data coder) will be required to sign a confidentiality agreement before 
being allowed to do so. 
 
WHAT WILL HAPPEN TO THE RESULTS OF THE RESEARCH STUDY?  The 
results will be written into a research report that will be assessed. In some cases, 
results may also be published in scientific journals. In either case, you will not be 
identifiable in any documents, reports or publications. You will be given access to the 
study results if you would like to see them, by contacting me.  
 
WHO IS ORGANISING AND FUNDING THE STUDY?  The study is being organised 
by me under the guidance of my research supervisors at the Department of Nursing 
in the University of Johannesburg. The study has not received any funding from any 
organisation. 
 
WHO HAS REVIEWED AND APPROVED THIS STUDY?  Before this study was 
allowed to start, it was reviewed in order to protect your interests. This review was 
done first by the Department of Nursing, secondly by the Faculty of Health Sciences 
Research Ethics Committee at the University of Johannesburg, and thirdly by the 
National Health Research Review Board under the Ministry of Health. In all cases, 
the study was approved. 
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WHAT IF THERE IS A PROBLEM?  If you have any concerns or complaints about 
this research study, its procedures or risks and benefits, you should ask me. You 
should contact me at any time if you feel you have any concerns about being a part 
of this study. My contact details are:  
 
Bonisile Siphiwe Nsibandze 
(+268) 7613 1158 
bnsibandze@gmail.com  
 
You may also contact my research supervisor: 
Dr Charlene Downing 
charlened@uj.ac.za  
 
If you feel that any questions or complaints regarding your participation in this study 
have not been dealt with adequately, you may contact the Chairperson of the Faculty 
of Health Sciences Research Ethics Committee at the University of Johannesburg: 
Dr. Chris Stein 
Tel: 011 559-6564 
Email: cstein@uj.ac.za 
 
FURTHER INFORMATION AND CONTACT DETAILS:  Should you wish to have 
more specific information about this research project information, have any 
questions, concerns or complaints about this research study, its procedures, risks 
and benefits, you should communicate with me using any of the contact details given 
above. 
 
Researcher: 
Bonisile S. Nsibandze 
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CONSENT FORM FOR GRANDMOTHERS 
 
 
DEPARTMENT OF NURSING 
RESEARCH CONSENT FORM FOR GRANDMOTHERS 
Strategies to Facilitate Self-Management of HIVby Female Adolescents Living 
with HIV in Eswatini 
 
Please initial each box below: 
I confirm that I have read or had the information read to me and 
understand the information letter dated 7th June, 2017 for the above 
study. I have had the chance to consider the information, ask questions 
and have had these answered to my satisfaction. 
 
I understand that my participation is freely out of choice and that I am 
free to pull out from this study at any time without giving any reason 
and without any unfair treatment towards me. 
I agree to take part in the above study. 
 
_______________________ ____________________ ________________ 
Name of Participant  Signature/Thumbprint of Grandmother  Date 
 
 
______________________ ____________________ ________________ 
Name of Researcher  Signature of Researcher   Date 
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AUDIO-RECORDING CONSENT FORM  
 
Department of Nursing 
 Strategies to Facilitate Self-Management of HIV by Female Adolescents Living 
with HIV in Eswatini 
 
This study involves the audio-recording of your interview with the researcher. Neither 
your name nor any identifying information will be associated with the audio-
recording. Only the researcher will be able to listen to the recordings. The tapes will 
be transcribed by the researcher and erased two years after the research report has 
been published. Transcripts of the interviews will be reproduced for presentations or 
publication. Neither your name nor identifying information will be used in 
presentations or publications resulting from this research. With your permission, we 
would like to audio-record the interviews.  
 
Please initial each box below if you agree to be audio-recorded: 
 
I confirm that I have read and understand the information above as it 
relates to the study. I have had the opportunity to consider the 
information, ask questions and have had these answered satisfactorily. 
I understand that this consent for recording is effective until two years 
after the study report has been published.  
I hereby agree and allow the researcher to audio-record me as part of 
the research. 
 
_______________________ ________________  ________________ 
Name of Participant         Signature of Participant   Date 
 
______________________ ________________  ________________ 
Name of Researcher  Signature of Researcher   Date 
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ANNEXURE C: EXAMPLE OF TRANSCRIPT FROM FEMALE 
ADOLESCENT INTERVIEW – ENGLISH 
 
INDIVIDUAL INTERVIEW – FEMALE ADOLESCENT 
Participant: 003, 21 years 
Date of interview: 13th November 2017 
Time: 12:00pm – 12:41pm 
Duration: Approx 41:41 minutes 
 Conversation 
Interviewer  Ok sis, I welcome you to this interview…as I have mentioned 
earlier that I am conducting this interview for my studies, its main 
purpose is to elicit your story about living with HIV…so the central 
question will go like…how is it to live with HIV as a young person? 
Participant  (Silence)…thank you sis for welcoming me…ee..(sigh) as a young 
person living with the HIV virus…yes, it is not easy to get to this 
stage but with time you end up accepting the positive status…ok I 
checked… ok I was so sick at some point, in fact I started 
becoming sick let me say that,  I had episodes of flue, stomach-
ache  and I didn’t understand what was going on then I decided 
that I should go to the hospital, when I got to the hospital, they 
checked me…and then they told me that I am HIV positive. Well, I 
was shocked, I was so shocked that I had turn out HIV positive 
(silence), I was so shocked, I do not want to lie 
Interviewer mmhh 
Participant  A lot of things went through my mind whilst they were still telling 
me about my status and I was like really and HIV diagnosis was 
something that I did not believe, I felt like I was dreaming. Ok then, 
I got a counselor, and the counselors told me that Sis even if the 
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situation is like this, life still continues (…) Ok as time goes on, I 
started taking the pills. I think I started taking the HIV pills last year. 
Ok… as I was taking them, I met some challenges, I felt like the 
sickness was getting worse until I got to a point where I thought it’s 
the pills that are causing this sickness and I decided to stop them. I 
thought again “No” at the hospital they said I should take 
them…Ok like when I sleep, I would dream and see those animals, 
I would see snakes, and other terrifying things, and I would wake 
up startled …Ok I think even my body was startled..eish, I 
continued taking the pills and I told myself that this is my life, when 
I sat alone at home, I would think about ‘why don’t I kill myself’ I 
made that decision… I felt that my life was too difficult because 
when you are HIV positive, it means that your whole life you will 
live through taking a pill…the rest of the life you will live through 
the pill so I felt like eish...really it’s the same as I am dead, and I 
took myself like someone who has died already. At some point I 
did try to commit suicide, I took my grandmother’s rope and 
attempted, those were difficult times. Then I thought who will then 
take care of my daughter when I die? Because God has already 
given me the gift of a baby. So, this child needs what? My support 
needs my love also as a parent, so I should just live for now and 
live for my daughter. Ok I continued to take the pills I think I took 
them for seven days and I still felt no difference and I continued to 
be weak and I again went back to the hospital to tell them that the 
pills are not good for me. The nurses were so nice, they explained 
what was happening to me and told me that the pills found that the 
CD4 cells were too low that’s why I am so affected and feeling like 
the illness is getting worse, it is not actually the body is reacting 
like this urged me to press on. I said OK went back home and I 
continued with my pills. Ok I thought, when I was at home that I 
need to tell at least one person so that they know what type of life I 
am now living…ok, that took me a long time..it took me a long time 
to tell that someone I chose…but Ok, I was able to disclose to my 
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grandmother because almost all the time she has raised me, I was 
like let me be brave and tell my grandmother, I told her and I said 
“Gogo there is something I want to tell you” and my grandmother 
said “mmhh what happened Sisi?” And I said “Gogo, I went to the 
hospital because of the illness that you have seen me battling 
with…I went to hospital and I received results that indicate that I 
am HIV positive” and my grandmother said “Oh Thandeka, you will 
now live with the HIV virus?’ and then I said yes Gogo I will live 
with the virus and she said “eish my granddaughter”….it was very 
difficult for her to accept it 
Interviewer  Mmhh 
Participant  It was difficult for her to accept my status…she said “ehhh, what 
are you going to do now....? what should we do” I said “Gogo, 
there is no problem because I also have people I have seen and 
some relatives of mine whom I have seen that they are living with 
the virus and take pills and life is continuing ok. Ok my 
grandmother tried to comfort me she told me that there is no 
problem, I would take my pills and I would live and she tried to  
comfort me and told me that my granddaughter there is no problem 
continue taking the pills and do so so that your life and that of your 
daughter so that she can grow well since she needs your support, 
needs your love and needs you all the time as her parent …ok 
after some time I tried to connect with my daughters father since I 
wanted to explain to him in detail about ee… that my daughter’s 
father, you know I have encountered a situation here 
Interviewer  mmhh 
Participant  Yah… it was difficult to tell him….when I told him he asked me 
what was happening, he was so distant. Ok first, I asked to see 
him and he asked me what was going on, is the child alright? I said 
no, the child is alright. He said on I should come and when I got to 
him, I told him my story …he broke up with me that very day, he 
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decided that we end the relationship because he cannot stand 
having a girlfriend who has HIV. I felt so dejected. I was like, what 
shall I do now? The person I thought was going to stand by me 
decided to dump me. What shall I do? I decided to take my life 
again at that point… and I thought about my child again….I 
decided no…Ok I then thought ahhh…it doesn’t matter anymore 
because it means God had not planned that I will be with this man, 
let me continue with my life, one day I will find someone who will 
accept me and my status, who will give me love and the support 
that I need. 
Interviewer  mmhh 
Participant  Ok, it was difficult when he told me that he was ending the 
relationship. I asked myself that he is leaving me because I am HIV 
positive, how then is his status? Because I know our sexual 
behaviour…..that we were not consistently using condoms with him 
so chances of him being HIV positive were huge…his chances are 
just too huge but then I told myself that …ahh let me counsel 
myself and continue living life, this person is no relative of mine 
anyway…he met me along the road I already had a life before him 
so I should not worry myself about him…ok then one day one of 
my aunts came to visit at home and found me sleeping and she 
said she has come to check on me and was surprised that I was 
still sick. She asked “you are still not fully recovered?” So I decided 
to share my HIV status with her. She is family, she is the wife to my 
uncle anyway, She has been with me since I was young, she had 
assisted my grandmother in raising me. So I told her and I said, 
“aunt, what is making me sick is not something that I do not know, 
it is a condition that I now know. I went to the hospital to check on 
my status and I found that I am HIV positive so now I am on pills 
and they are causing me to be more sick. I was very hurt because 
my aunt started off as someone who supported me, someone who 
was in this with me, and she even counseled me and said it is 
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doable, and so on and so forth. Then one day as I was walking to 
the shop, I saw some three girls who started laughing as I was 
approaching…I wondered what they were laughing at, I didn’t pay 
much attention to them, but as I was walking back, one of the three 
girls came towards me and said Thandeka how are you, I said I am 
fine and she said do you know what those girls are laughing at? 
And I said huh huh, I do not know. And she asked if I know one of 
them and I said yes she is the lady who is my aunt’s hairdresser 
and she told me that alright, so your aunt told her that you are HIV 
positive they are laughing because they are seeing someone who 
has HIV….my aunt had told them. I was emotionally hurt, so much. 
I thought I was telling my aunt the one person who was supporting 
my grandmother in rearing me up, she is the one who was there for 
my grandmother when I was growing up because my mother left 
me at home with my grandmother when I was very young…so in a 
way I thought I was telling my mother not knowing that I am telling 
a person who will then go around and tell the whole nation about 
my story of living with HIV and that I am taking the pills and so 
on….Ok, that was very hurtful to me but then I told myself ehh, 
there’s no problem, my HIV status is just that..my HIV status, there 
is no way I can change it…the life I am in now let me accept it no 
matter that people are saying things about me and my HIV status, I 
am not written anywhere, so it will depend on them whether they 
want to talk or not, but I am not written anywhere on my body that I 
am HIV positive or not ehh (sigh)…for now I feel like…I have 
accepted my HIV status for now. I am living, I’m alive, it is well, I try 
to eat healthily…each and every time ok like I make sure that a 
week does not go by without me eating fruits and eat foods like 
beans, okre, green vegetables and cabbages…anything vegetable 
like…ok why am I doing that? So that I boost my body and my CD4 
and I continue taking my pills…my pills, I take them the way I was 
advised to take them, I have never dodged myself on that because 
if it happens, I know that I am dodging myself and my life…in this 
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life I am living, if I dodge I am actually reducing my chances of 
living longer whilst the government has shown me mercy and gave 
me pills that I will be able to take and continue living (silence) 
Interviewer  Ok sis…you touched on a story of being gossiped about in the 
community…how did you deal with that? 
Participant Ok it was challenging to come to terms that I have become the 
talking point of the community just because I have HIV Ok at the 
community I had a boyfriend…and then this boyfriend I heard him 
ok I was like, I called him to ask that we meet at a halfway point 
since I was going to the shops and he told me that he could not 
(hhh, hhh and so on). And one day we met and he said ‘haaa you 
want to give me your virus? You are HIV positive; I cannot be in a 
relationship with you because you now have HIV. So in the 
community ok I did not enjoy walking around anymore, let me say 
that. I became this person who stayed at home each and every 
time like I would sit at home even when I knew that I needed 
something from the shops. I would ask people as they pass by the 
gate to the shops to bring me whatever I needed. I felt like now I 
am written all over, and everyone knows that I am HIV positive. Ok 
then I felt better after some time I think over a month of not 
attending church. I felt even the church members now know about 
me and my status and…Thandeka at her young age is now living 
with HIV”. Oh I stayed at home. After a while, one lady from church 
visited me just to check on me. She said “Thandeka you have 
stopped attending church services what is going on?’ I couldn’t tell 
her anything because I did not trust anyone. I thought what if I 
share with her and then she also goes around and spread this 
story more than what is already hurting me even now? I thought of 
some few simple and silly reasons to tell her ok and she invited me 
to come back to church. I stayed at home longer, I don’t want to lie, 
I stayed, it felt difficult. I would only leave home to fetch water from 
around home, it was rare for me to walk out of the gate because I 
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felt like everyone in the community who I will meet would know 
how am and my story of living with HIV…so it gave me issues very 
much. But with time I accepted my situation  and I thought ahh 
there is no problem, these people are not insulting me actually, it is 
true that I am living with HIV…so I must focus on my life and stop 
paying attention to people because people can make you to take a 
decision without thinking through it and then regret in future…like 
”how can I do that, can I really commit suicide or anything that 
gives me a problem or for this stress let me start drinking alcohol  
and live ahh,  I just thought God you are the one who knows me, 
you know my life, in everything that has happened, I present it to 
you…you were not going to give me  load greater than I could 
carry, even this situation you God gave me because you saw that I 
will be able to stand against it, give me the strength to travel this 
road…and take my pills, live life eat the right foods I need to eat to 
sustain life, live for my child….so for now I am able to walk around 
in the community freely…even if they talk I just tell myself that I am 
not written anywhere and what they are saying is the truth I am 
living with HIV and I am taking the pills they are talking about even 
if they call them different some from the slang language I don’t 
care. I am treating myself by agreeing that the status they are 
talking about is the one I live with. 
Interviewer Mmhh, the issue involving your aunt, how did you deal with that 
one? 
Participant  (silence) ok ee…the story relating to my aunt and her gossiping 
about me…I felt like I cannot ask her or talk to her because she is 
my elder whom I respect, one who helped raise me up, and was 
there during the difficult times of my childhood, so I felt I had no 
right to come to her and be harsh  like I am here to reprimand her 
or what so I asked  my grandmother to talk to her on my behalf or 
bring us together because there is a story I heard…ok when when 
my grandmother talked to her ok she started by calling my aunt 
362 
 
alone ok so she denied the story so my grandmother called the 
hairdresser in. she sent one of the young boys at home to go and 
bring in the lady hairdresser…she came and the lady testified that 
she heard the story from my aunt….did you not tell me that 
Thandeka is living with the virus that day when I was plaiting your 
hair? Asked the girl. So my aunt ended up admitting…ok she 
apologized and I also thought there isn’t much I can do apart from 
forgiving her because I know that I also have shortcomings as well 
and I ask God to forgive me and He forgives me, so I might as well 
let go of the issue and I forgave her and we continued with life… 
(silence) 
Interviewer  Beside grandmother, who supports you in this journey? 
Participant  So far I can say it’s my grandmother... (Silence)...I live with my 
grandmother, what can I say, at home I am granny child, I am the 
only one who stays with her…(silence) any other, 
none…boyfriends, no…Ok with the issue of romantic relationships, 
I don’t know what to say or where to start as I live with HIV..Ok, I 
try that when I meet a person...I disclose my status, some of them 
when I disclose after we have exchanged phone numbers…they 
just become so cold and rude and tell me they can stand having an 
HIV positive girlfriend. I think I have experienced that 3 times or 
more now that when I tell them that “dear, I am requesting that 
when we engage in sexual activity may be use a condom…” and 
they go like they can’t use a condom every time. That is when I 
explain why I want to use the condom and then they go like ahh! 
Its better we don’t do anything and then I get dumped just like that. 
Up until, I would say luckily this year around April, this year I finally 
found someone who accepted me, who also has the same status 
as me. When I told him my story of being rejected, he also told me 
that he had met the same problem with ladies. He said yah 
Thandeka, I also met the same challenges you have encountered. 
I have met beautiful girls, nice ones in fact and then they tell me 
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that ahh! Do you want to give me your sickness? Why don’t you 
die alone because you were alone when you contracted this 
deadly sickness….so I found someone who has the same status 
as me…when I am with him we share stories and I can say he also 
supports me because he calls sometimes and says “Thandeka it’s 
about time” He is a good person, he supports me, he reminds me 
by phone when it’s time to take the pills and I tell him “Oh! Right 
now I have a tumbler of water in my hand getting ready to take the 
pills” “did you get fruits” he would ask, “yes” I would respond. And if 
I haven’t gotten any he would ask if I would have fruits for the week 
and then he would send that small cash through mobile money and 
then I would be able to purchase some fruits. I can say he takes 
care of me and he provides me with support. 
Interviewer  Hmmm Ok.  
On the issue of disclosure to friends, have you disclosed to any? 
Participant  Yes I have disclosed to my friend. Ok I do have a friend she’s 
doing Form 4 at Mpaka High School. I have one friend in my 
life…ok when I shared the news of my status with her, she was 
shocked and she was like ‘are you serious?’ I said yes. I disclosed 
to her when we were in my room seated. I didn’t just disclose by 
way of mouth only, I went all out, I showed her my booklet, my pills 
everything and I told her this is how I live now…she said “oh! You 
are serious” I said yes, ok but instead of her supporting me she 
became distant; we didn’t talk for like 2 to 3 months. I wanted to 
think that she was still trying to come to terms with what I told her 
but when I saw that the time apart is becoming prolonged, I know 
that I had lost her as a friend. I would call and tell her that I miss 
her. She kept her distance. I was hurt because she had always 
been supportive to me but she chose not to support me with this. I 
lived with her, even through some of my difficulties in life she has 
always supported me so I did not understand why she chose to 
dump me when I have this issue. I thought well its fine may be she 
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knows why….ok I don’t know how I can explain this because she 
also went through the same 
Interviewer  Oh shame 
Participant Ok, she also is going through the same situation as me now, she 
became HIV positive, so now we have moved along in our 
friendship, we have reconciled, we now have the bond we once 
had before, since we were growing up, we are holding each others; 
hand properly now, she is living, she sometimes tell me that…ok 
she started the pills later than me so I was serving as her expert 
patient and tell her  things to expect, what she will go through and 
the fact that this life is not easy… ‘the life that you are living now is 
not easy but with time you will get used to it and it will feel light like 
someone who is taking panado for headache, you also will get 
used like that’. Ok It was difficult for my friend, but now we are just 
living, its ok we talk with my friend, she comes to visit, she brings 
her pills, we sit and talk until after 8pm news, we sit and talk and 
take our pills and continue living. 
Interviewer  Ok sis, so with everything you have said, I have heard the 
difficulties you have encountered…is there a story probably on 
refill of medications at the clinic? 
Participant  Ehhh…yah at the clinic mmhh, what can I say, when I started 
taking tablets, and had all those problems, I found Sister XXX at 
Mafutseni Nazarene Clinic….eish, I have never seen a nice person 
as that one! She actually removed me from the mind that had 
decided to stop taking the pills and believed that life has come to 
an end, she counseled me and told me ‘Thandeka, life continues’. 
She was so welcoming and understanding and always in a jolly 
mood. She accepted me and never judged me.  So, when I come 
to the clinic she will be like ‘Thandeka you are here!’ yes I’m here, 
‘how are you girl? Yes, I’m good…’how was your weekend’ Ahh! It 
was nice’ ‘where were you?’ we would talk with her ‘I was ate 
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Siteki’ ‘haa what were you doing at Siteki?’ ‘Oh I was visiting my 
aunt’ ‘ ok that is why we are not seeing you here much..’ ok what 
can I say…(stammers) she treats me well, along with all the other 
nurses …Nurse XXX does say ‘ Sisi continue with your pills, take 
them well, we can see that you CD4 count continues to increase. 
Even if one day they can report that HIV is detected in your body, 
you do not stop to take your tablets even when you feel 
healthy’…but yes they are supportive, they are welcoming and 
accepting of me let me put it like that..there is no one who has ever 
said ‘oh young as you are you are now taking the pills and what 
have you. They accepted me. 
Interviewer  Ok Sisi, talking about the pills can you tell me about any 
challenges you have had with them. 
Participant  As in taking them? 
Interviewer  Mmhh mmhh (nods) 
Participant  Mmhh (sigh) with me so far I broke up with my baby’s father right? 
When I started the pills I was staying at home I felt like there was 
no problem with taking the pills, I took them at the right time…Ok 
the break up with my baby’s father was so painful to me, so I 
decided that with the next relationship I will hide my status…Ok 
how can I put this? When I started the pills I got myself a new 
boyfriend and I tried to hide the fact from him but I could see that I 
am failing…I tried to hide, at first I would leave the house when it 
was about time to take the pills when I look at the watch and see 
‘oh it’s about time I have to go and take my tablets so what shall I 
do right now? Eehh! I would start by complaining of abdominal 
cramps yet I know that I have already wrapped my pills with tissue 
paper that I will pick on my way out to the toilet…and my water 
container has been thrown out way in advance next to the toilet 
(laughing), so I would grab the tissue that has the tablets and then 
dash out to the toilet and take my pills. I considered telling him but 
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as to how I didn’t know because I knew he wasn’t going to accept 
my status. Ok, I went to the clinic, in fact I needed to go to the 
hospital, so when I got there I explained to Sis XXX, ok I explained 
to my counselor and said ‘there is this thing that I am doing that I 
can see it is devilish, it’s not ok but how can I correct it because I 
am afraid. I have a boyfriend but I am scared of disclosing my 
status to him. What can I do?’ I told her everything I do when I am 
supposed to take the pills and she said ‘Thandeka no! that is not 
how it is done, what you are doing is not good girl, just tell him, 
he’d rather leave you, you will find someone who will accept your 
status’ I said ‘really?’ and she said ‘yes what you are doing is not 
ok’ after that I went to disclose. Now I am able to tell, and disclose 
and I leave it to the person to decide, some dump me and jah I feel 
like going crazy, and feel like death is near. When I feel like now I 
am happy and someone can’t accept my status ee! Ok  I stayed 
single, I took a break from dating, I told myself to stop with this 
dating thing, let me focus on myself, take care of myself and take 
this pills, I stopped…maybe by the time I’m back to dating after 2 
months or so I will find someone who is ok for me, and then luckily 
I ended up finding someone who has the same HIV status as me 
 
 
Interviewer Ok…so now I wish to hear how your family, grandmother or aunt 
take your story of living with HIV 
Participant Mmmhh…my aunt, we are living and enjoying life with her, let me 
say that. We are now living the same life of living with HIV, she is 
HIV positive herself. My grandmother on the other hand is ok, she 
is clean but when I told her she wondered how she was going to 
survive, she said ‘Oh my granddaughter, I don’t know how I would 
have done with the fact that life now has to be supported by pills 
daily and for the rest of the life’. It is so difficult for my grandmother 
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to fully accept though that I am living with HIV but then I think she 
hasn’t received the counseling. I think if she can get it she can see 
that life is there, otherwise no one is ill-treating me at home. 
Interviewer  Mmhh Ok...I have heard some of the difficulties you have 
encountered  as a young female living with HIV and I think that 
with every negative situation there is always a silver lining…is it the 
same for you? 
Participant  Ok what I can say about being HIV positive is that it has helped me 
in a lot of things because we teenagers we reach this stage and 
become crazy with dating, run after boys and stuff like that. So for 
me I have decided to have one partner, and stick to him each and 
every time because I can sense that…I can see that…if I want that 
one and that one, or sleep with that one and that one, it actually 
puts the body under strain you see yet my situation does not allow 
for that anymore. I need to try and be healthy and maintain my 
body and eat well…it helped me a lot, ok what can I say, we had a 
life, my friend and I, we would go out to parties, night gigs, fun fair, 
everywhere enjoying our youth (laughing) enjoying our youth but 
then ahh! After discovering that I was HIV positive, all this fun 
times had to come to an end, it was sad though. I chose what was 
going to assist me live a good life, everything that wasn’t 
supporting my new life, I discarded it  
Interviewer  Is there anything else that came out with living with HIV? 
Participant  Anything? I do not understand 
Interviewer  Anything else that you have learned? 
Participant  (silence) mmhh 
Interviewer  Maybe something that you will relate on how you relate to others, 
how you judge others or how you solve a situation or problems? 
Participant  (Silence) sigh…ok I don’t know what I can say here but all I can 
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say is ok let me say I think now I am able to, let me make an 
example, in the community I have my relatives who have been 
diagnosed with HIV, my cousins, my friend, and other people I 
know now I am able to sit down with them and tell them about my 
experience, and I am able to counsel them and tell them that this 
route you are taking will lead you to somewhere very painful so try 
and behave accordingly…ok even when one of my relatives can 
come and say ‘ehh! There is something I do not understand, it’s 
like this and this’ I can counsel that person and tell them that HIV is 
not the end of life, life continues, continue living with HIV, it is 
possible, we are all living with HIV. When people come, I tell them 
because most of the time they do not know. 
Interviewer  Mmhh 
Participant  Usually they are like ‘ehh! I know Thandeka she is a young girl 
very polite let me go and talk to her about my situation, this and 
that’ ok and I’m like…ok that is where I get my chance to come 
clean and say ‘oh oh what you are telling me, once they are done 
with their story about how they don’t know what to do and how they 
are going to disclose to boyfriend, I tell them that life continues, 
let’s take the pills and live, I also take them. And then I am able to 
tell them my story as well of living with HIV and taking the pills. 
Interviewer  Ok I think we have covered a lot Sis. Is there any other thing that 
you might want to add about your life of living with HIV as a young 
female person? 
Participant  (Silence) anything to add? 
Interviewer  Mmhh, anything that you might want to add. 
Participant  Ok Sis, living with HIV as a young female person…Ahh! What can I 
say, yes it is not something that is easy…ok it is difficult, very 
difficult but it needs one to be trustworthy…what can I say, be 
trustworthy yes, if you have a friend, be someone they can trust 
369 
 
and you can trust. Ok living with HIV for me has been very difficult 
but I think now, it is something I have gotten used to, I am free to 
tell anyone and say dear, I am HIV positive…It is something I am 
used to now and have come to accept that it will not change, but I 
had to change 
Interviewer  Mmhh, we have come to the end of the interview, what I can say is 
that you have opened my mind. Now my duty is to go and listen to 
this recording, write it down…and as I explained at the beginning I 
will call you again so that we can sit down once more for a follow 
up interview to talk more about you. I thank you for your time Sisi. 
Participant  Ok thank you.  
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ANNEXURE D: EXAMPLE OF TRANSCRIPT FROM GRANDMOTHER 
INTERVIEW – ENGLISH 
 
INDIVIDUAL INTERVIEW - GRANDMOTHER 
Participant ID: 005A (Grandmother, age +60years caring for other 2 young 
grandchildren aged 2 years and 7months respectively) 
Date: 12th February, 2018 
Name of Interviewer: B. Nsibandze 
Duration: 42:54 minutes 
  Conversation  
Interviewer  Let me thank you Gogo for sparing some of your time to have this 
conversation with me about the granddaughter you care for here 
at home who is living with HIV, ee, the question I want to ask you 
is how is it for you to care for a female child who is living with HIV? 
Participant  Mmhh, ok, I found that…I noticed that she was not good looking, 
she was very thin when she arrived with my sister-in-law, then I 
thought I should take her to the hospital, she was coughing so 
much. When I took her to the hospital, they found that she had TB, 
and that she had both mmhh, and then at that moment I decided 
to come back here at home because we were staying at 
Mzimpofu, then I started the up and down, up and down to the 
hospital, hey and they gave me the pills for TB, she took them and 
when she was halfway through the TB treatment, they gave her 
the ones for..for the disease. She continued with them, still I was 
watching if she was taking them well and I was caring for her. She 
continued, and continued until she got well used to them, and she 
didn’t experience the dizziness anymore mmhh (voice rises); she 
ended up getting used to them to such an extent that she got so 
free with them. I used to go to the hospital with her for her re-fill 
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appointments, and the nurses would talk to us, sit down with us, 
and I ended up sharing with her that sis, these pills are your life 
now, they are your lifeline, you will live, we will not discriminate 
against you. She continued, now she is a big girl. Yes nurse, ah 
there is nothing else. It has always been her even today, she still 
goes to the clinic for refills, mmhh, nothing else 
Interviewer Please take me back a bit, to where you were talking about the 
ups and downs with her, what was happening at that time? 
Participant  Yes, that was the time when she was coughing badly because it 
was discovered that she had sores the whole body, they went 
away after she was given an injection, they went away completely 
until she received the pills I mentioned and continued to take the 
VCT pills, and halfway through, through the pills for.. for 
(stammering) TB and after a while they gave her these ones. She 
continued well with the pills until she became what she is, a big 
person, there is nothing else nurse, she recovered fully and I 
continue to counsel her that this is her life, she should not be 
deceived by other people, she should not listen to people who say 
she must stop the pills, oh no! (Clears throat), she should not be 
deceived at all, she should continue with the pills and she will live 
like all people.  People who started these pills way before her are 
living life. That was the only thing nurse, she continued and she 
listened, nothing else mmhh. 
Interviewer I heard you talking about Mzimpofu… 
Participant  Oh, Mzimpofu is where we were staying with the Old man I was 
involved with, sometimes I would take her (granddaughter) to the 
hospital, but she started taking her pills from here (pointing at 
nearby clinic) because I had to come back home, mmhh, she 
started taking the pills here at Mliba. We came back from 
Mzimpofu and stayed here permanently till mmhh (voice rises) I 
had already stayed with some who had the virus, my children, her 
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uncles and aunts, they all died, they all died here, they were…. 
They had already delayed, it wasn’t showing what it was, it was 
mysterious, they all died 
Interviewer  Which means that you are saying, if I hear you well, there are 
some of your children you had been seen… 
Participant Yes nurse, they all had this disease. She presented with all these 
sicknesses and already her aunts have it. She came here with the 
signs of the disease after her mother had passed away. She was 
sickly when she first arrived, she was not well taken care off, then 
one of her aunts took her and brought her here to me as the 
grandmother, I have taken care of her till till now as she looks well 
and grown so big, and I tell her that if you stop the pills, woe unto 
you, if you stop, you can’t go back to the hospital for a refill, they 
do not give  
Interviewer  Gogo, I don’t know if you can share with me your life story with 
regard to the fact that you have taken care of your own children 
and you said they ended up passing on. Now here you are taking 
care of your granddaughter, what can you say about that 
Participant  Mmhh (coughing), nurse there is nothing I can do because I just 
accept the situation as it unfolds. I accepted the situation as it 
occurred, I also accepted the situation associated with the child, I 
didn’t know what to do, where was I supposed to send her off to, I 
nursed her aunts and uncles here at home, I stayed with them, I 
sent them to hospital I stayed with them here at home until they 
died, so mmhh nurse (soft voice) 
Interviewer  There is a point when someone is sick and some people say that it 
demands a lot from the care-giver, what can you say about that 
during the time when you were nursing Futhi? 
Participant  Oh nurse…there was nothing I could do (clears throat) this one is 
mine now; I started with her when she was down there very sick. I 
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don’t think I could have afforded to throw her or chase her away, 
who can I give her to? She can suffer in life if I can do that. She 
will suffer if it happens that I die first, but when I am there it is ok. I 
nurse her and will continue to nurse her and give her all the 
attention just like I did to her uncles and aunts. My granddaughter 
came here with her aunt, no an aunt to her father. She found her 
staying with another woman, so she thought; ‘let me take this child 
to her grandmother, she is still alive’ then she brought the child to 
me (pause) she came here, she was sick, the stomach was 
protruding, the body was so small, you could tell that the child was 
sick and was living in a non-conducive environment where she 
wasn’t taken care of ahh! She was in bad shape ahh! I gave 
myself that duty to work with her going to hospitals with her. I went 
with her to St. Theresa’s clinic and they gave her pills for 
deworming to take because she looked so thin (inaudible) she had 
adverse reaction and then the bad cough, I continued to fight with 
her until she…the sores all over the body started healing until all 
were gone, just as she looks right now. There is nothing else 
nurse, nothing else. 
Interviewer  I want to hear Gogo, your heart during the time (participant 
coughs) when you were going to and from hospital and you said 
they found that she has ‘both diseases’, tell me about your 
thoughts on that 
Participant  Yes nurse; there is nothing that went on in my mind actually 
because I had already seen the same symptoms on her I had 
seen from the other children that I had nursed in this home. What 
else do you do? You just accept. I just thought in my mind, that 
given the age of this child, I was pretty sure that she had acquired 
this thing from…she came out with it from her mother mmhh, I just 
accepted it. I did not even feel pain, even the nurses talk to us 
sometimes to accept and encourage us…yes nurse I accept 
everything, there was nothing I could do, nothing. She is mine and 
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she is my burden 
Interviewer  I wanted to ask how you shared this story with other members of 
the family 
Participant  There are no other children in this home (soft voice) there are no 
other children here except these two (pointing at other 2 young 
grandchildren). Her aunts had already seen…they knew. They 
knew when I told them that this child has this kind of a sickness, 
her aunts who died saw her. One of her aunts is working at 
Ngomane, she is also HIV positive and is taking the pills mmhh, 
there are no other family members in this home, we stay alone 
with the mother of these two young children, she works at 
Ntabamhloshana she comes back in the evening (coughing), we 
don’t have any other family members here. The others are boys, 
they work far away from home, some in Manzini, and the other is 
even further away at Sitsatsaweni. That is where we usually go 
and get our food supply from. So there at my son’s household, it’s 
the same, they are taking the pills as well, they are taking the 
‘compral’ with the wife, jah, nothing. I have accepted everything 
nurse, accepted everything (speaking slowly) Only God knows 
that….only He knows, He will see 
Interviewer  I can sense some pain in your voice Gogo, let us talk about that 
Participant My voice nurse is sounding like this because of this coughing, I 
have common cold (laughs), even if the pain is there nurse …how 
can it not be there anyway. Sometimes my heart feels so sore they 
hey all my children would be alive today, but they all died because 
of this deadly disease, you just feel the pain, it hits and then goes 
away at times, what can I do? Nothing….it goes away. 
Now my voice is affected by the common cold, I am coughing, I 
have common cold because of the marula fruit….oh! Heartache? It 
comes Nurse and then it goes away and you know that ahh! You 
only look up to God and say that He knows…. This thing (HIV) 
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was not made by man, it was created by God, that there be 
diseases in this earth. With this child now…I have now accepted 
and I am free (voice rises) when she finally was able to go to the 
clinic alone for refill I was freed and she was also particularly 
because she could see that she was not alone, there are so many 
children, they are a group, so many, now she is able to mingle with 
them and interact with them, they know each other that they are in 
the same situation…and living the same life. With her I do not see 
what she may want to hide because this life is so common in this 
area such that you will not hear anyone saying they are afraid that 
they are taking the pills, No! Everyone is concentrating on what 
they are doing and taking their pills only mxm, they do not care, 
they have turned it into some kind of a joke because we know it, 
that is how life is now, it is fine when you are treating yourself and 
behaving well. If you are taking these pills the right way, you live, 
you recover well and people do not believe that you are taking the 
pills (coughing), I am done nurse. 
Interviewer  I hear you Gogo, even people know the recipe for this kind of life, 
there are people in the community who still discriminate 
Participant  Mmhh, they are there, there are people who still discriminate, you 
are right. They discriminate you like you are no more a human 
being, yet you are, they discriminate. Firstly this thing does not 
mean that you should not accept anything even food items from 
someone who is giving just because she is living with HIV unless 
of course the person wants you to share a food item she has taken 
a bite from and she has sores on the mouth. But if the person is 
healthy and looks fine I see no problem. I do not discriminate, I 
accepted this child, I never assigned a plate to her…I knew the 
child would be heartbroken because discrimination is interpreted 
as hatred, I didn’t want this child to think that we hated her 
because we do not. It is not ok, it doesn’t make the child to feel ok, 
so let everyone eat with her from the same place, she will not 
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transmit the virus in that way anyway 
Interviewer  I was saying Gogo, in the community, sometimes once people get 
wind of the story, their behaviour towards the infected person 
changes. Is there anyone in the community you have shared this 
story with? 
Participant  (Coughing) About my granddaughter? No, apart from the 
members of this family, I told her cousins from Sitsatsaweni, and 
she also does not hide her status and the fact that she is taking 
pills. They see her taking the pills and they come to me asking 
‘Gogo, so Futhi is doing the same thing as mom?’ I just agreed 
and said ‘yes my children, she is doing like your mother she got 
the sickness as well’ they keep quiet, that’s it. As for people 
outside this family, ahh nurse, none. It would be easier if I were 
drinking alcohol but I do not drink, I just sit here at home all day 
every day. Some people know, and you can’t control that because 
they see her with her chronic health booklet and others even ask 
me ‘hawu Futhi is now in this thing of pills? And I say yes that’s 
how life is and I keep quiet. 
Interviewer  So, if you have no one who you normally share your difficulties 
with, who then is your support system in this? 
Participant  There is no one nurse, my heart ache comes and goes, I keep it 
within me, I do not share with anyone. It hurts in here (pointing at 
the chest), my heart goes into palpitations and it recovers on its 
own…ahh! I just keep quiet. Even when my mind wanders and 
starts thinking about my granddaughter and my other dead 
children, I tend to come back to my senses and ask myself why 
am I even thinking about this? I am alone in this. I have 
conversations with myself and my heart just relaxes. Who can you 
share your burdens with, your pain? You keep it to yourself…more 
so because I am alone, all alone….silence 
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Interviewer  So if you do not share this pain with anyone, how do you deal with 
it, because I can sense that it is there Gogo 
Participant  Nurse, there is nothing I can do Sibandze shem, nothing, I…my 
heart, unless I talk to it and try and soothe it. Or I just come out 
and play with these children. I took the advice that I should also 
play with my granddaughter as well so that she too can forget 
about the life she is living. So yes, we play games here at home 
and we laugh we run, and feel good afterwards. Nothing else. But 
not so much now, she has grown big (laughing) and how can you 
make her play now, she has grown 
Interviewer  I can see she is grown 
Participant  She has grown this person!! (coughing) 
Interviewer  When you look at her now all grown up, fresh, beautiful and think 
back Gogo at where you started from with Futhi what can you say 
about that? 
Participant  Yes nurse at times it hurts because now she sometimes behaves 
like I am nothing and then I remember all those difficult times 
when she was sick and I nursed her and I become appalled. This 
child has no idea where we come from, this child. Sometimes I tell 
ask her verbally ‘Futhi do you have any slightest idea where you 
and I come from?’ she just keeps quiet and looks at me. And I just 
stop there. Mmhh because she has grown up now, she doesn’t 
talk back at me, she keep quiet out of respect for me. I would be 
lying if I can say she retorts, no, she just keeps quiet. And I keep 
quiet also 
Interviewer  And then your heart starts with the pain? 
Participant  It starts but then it goes away again Goje, it’s just like that, nothing 
else. I do feel the heartache and I can’t go around telling people 
what I am going through, no (shaking head). I just keep it to 
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myself, only my heart and I know what we are going through 
Interviewer  What is the main reason that makes you not to share what you are 
going through with anyone you trust from the community or from 
the church community? 
Participant  When will I get the opportunity to tell them this story? I do not walk 
out of this home (pointing at the ground). I stay here. When I 
happen to leave this compound I am only going around on my 
business of harvesting the marula fruit and brew it or get into my 
maize fields and remove weed, when I am done I pick okre from 
the fields, come back and cook, we are here the whole day until 
sunset. I don’t wander around the village nurse, I stay here at 
home. The other times I go out is when I am travelling to my son at 
Sitsatsaweni to fetch our food supply or am going to Manzini. 
Those are the times when I leave the homestead. To other 
people’s homesteads? No. there is only one homestead I would go 
to, a certain Magagula homestead, even then I would go there 
when they have requested for me to assist them with weeding 
their maize fields. Then I would go there, weed and then come 
back home. Otherwise until the sun sets, we will be sitting here at 
home 
Interviewer  So when you assist in weeding the fields, do you receive any 
payment for your services? 
Participant  No nurse, I do not get paid. It’s an informal arrangement where we 
help each other with these tasks. They do come to my place also 
to assist me with the weeding. The woman there whom I assist is 
alone, all her children died of AIDS, and she was left with the 
grandchildren so she usually requests my assistance with weeding 
the fields and she has many and she cultivates all of them. They 
do come here as well even though I haven’t planted much this 
year (child talking in the background). We assist each other, 
nothing much 
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Interviewer  My question was aimed at establishing how you provide for Futhi 
and the family. Some families do complain that there isn’t money 
available even for purchasing food items on a monthly basis. 
Participant  Ok, I do travel to one of my sons at Sitsatsaweni to fetch food 
parcels and come back with it. Even now we are still eating from 
those food parcels. Sometimes my son calls me on my phone to 
come and fetch sacks of maize from them. We go there, we hire a 
van sometimes when I have money to ferry the parcels from there 
to this place. Sometimes I send my granddaughter and she travels 
there by bus. She boards a kombi from here to Manzini then takes 
a bus to Siteki and another one from Siteki to Sitsatsaweni and 
come back with our food. I haven’t experienced that much hunger 
nurse, I would be lying to you; sometimes we do run out of food, 
but not too often. The mother to these two children sometimes 
buys food for us when she gets paid at her work place. We are not 
too many in this household so we can manage our food resources. 
If we do not have, we do not have, we do not go house to house 
begging for food mmhh (shakes head). I do not want that, I am 
scared of that behaviour, I do not want to go somebody’s 
homestead to report my hunger such that everyone in the 
community now knows that my family is hungry. I rather sit here 
with my hunger and poverty, my children will survive, they will live, 
I pray to God only and probably I will have something to eat by the 
evening, the phone rings from my son ‘come and get your share of 
food’ we go there, fetch our food and come back here, sometimes 
it’s one or two large sacks of maize. My granddaughter is able to 
wake up take her pills, eat thin porridge, and eat porridge and 
okre. Is it going to hurt her in anyway? It won’t, God is there, she 
will live.  
Interviewer  You are right Gogo, I am not sure if at this point you can tell me 
about any difficulties you have encountered related to your role of 
taking care of Futhi here in the home 
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Participant  On the ‘common cold’ that she has? 
Interviewer  Ee Gogo, with the illness that she has 
Participant  Waa! Aw!....with that, I am still feeling the heart ache I had when 
she first came to this homestead at the time when she was still 
very sick. I was also not well myself (clears throat) I didn’t know 
how I was supposed to do a good job of taking care of her when I 
wasn’t well myself. I didn’t know what to do with her. What made 
matters worse was that the pills took long to come, and that’s what 
was causing my heart to go into palpitations now and again. Then 
I heard that now the pills are there to suppress the virus. I didn’t 
wait to be called, I rushed to the hospital with her and we got them 
for her. I was hurting deeply nurse I do not want to lie because I 
was already looking at her every day deteriorating and thinking 
that she will also die and follow the others I have lost ahh! (claps 
hands) mxm it was utterly painful nurse, but with time and 
acceptance, my heart is getting better….it was so painful, really 
(silence) 
Interviewer  I hear you Gogo, these times when you were going up and down 
to hospital, how were your finances affected? 
Participant  Money? (shakes head) 
Interviewer  Yes 
Participant We did have money sometimes because the grandfather to these 
children was working and he was supporting us financially and we 
would have transport money to and from the hospital whilst we 
were still residing at Mzimpofu. Even when we had relocated to 
this place we didn’t face issues of lack of finances for transport 
because the clinic in nearby, just a walking distance. We mainly 
had money because their grandfather was supporting us, but then 
unfortunately he died. The passed on when we were already 
staying at this homestead. 
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Interviewer  I am sorry to hear that. He left you with this homestead 
Participant The man? 
Interviewer  mmhh 
Participant  No nurse, this was not his home, it belongs to my elder sons who 
died of AIDS, this house, this one is for the grandchildren their 
father also died, this one is for the grandchildren who still stay at 
Mzimpofu, they stay at their grandmother’s place at a Ngwenyama 
homestead, this one is mine, the late grandfather to these 
constructed it for me…mmhh, that’s all nurse. 
Interviewer  Sometimes when you talk to other grandmothers who have had 
the opportunity to stay with grandchildren living with HIV report 
that it also affected them physically. What can you say to that? 
Participant  Ey, I am like that also, let me say it hurts…it did some damage to 
my health as well. It did some psychological damage to me also. 
You know when someone talks about this they just talk anyhow, 
and you also respond indirectly and state that you have witnessed 
its effects, I have seen it or I have the same problem (coughing) I 
had this problem, or I still have it … with me I have this thing that 
says all my children are gone because of HIV, they are finished, 
finished because of this sickness (rubs hands together). And then 
they bring this child to me to take care of and she finds me like 
this, battling with the effects of this sickness…and it turned out she 
had the same condition…I just said what? Ha! I tried this and that, 
I went to check and do some blood tests on her at the clinic and 
they said unfortunately she is infected and I could tell that it is the 
same monster that killed my children. I could tell from her body 
size nurse, I could tell, she had lost all the weight, all the weight 
like a child who is suffering from hunger yhi!  Mxm, but after she 
started the pills my God and continued with them aw! Aw! She 
regained the weight and slowly recovered. Oh now, she is a big 
girl, a lady in fact! Yii! I pray that she behaves well and takes care 
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of herself and look after her health, even if she starts dating she 
must know the kind of life that she is living. I pray that, if she was 
me, she would not engage herself in this dating thing, I wish she 
stays here and focus on her health and see how life is continuing. 
But, you can’t control a female human being, she is all grown now, 
she is a woman, you can’t Goje you cannot, I swear on my mother 
and father’s grave you cannot control a female. If it were according 
to my wishes…even now I do mention to Futhi to say she must 
see what she can do and sit and plan how you want your life to 
move on from this point and recognize that this disease she has 
lived with it since infancy. So I wish she stays away from boys. 
The dating game is not going anywhere, she must withstand the 
pressure from her peers who are busy encouraging her to have a 
boyfriend, she should just stay away from it (lowers voice), but 
then what can we do? Now that she has dropped out of school aw! 
Now! Even if she can choose to go to work, I will not be there with 
her always; she is looking for a job. She will find the job and then 
she will have to leave this homestead and I will not be able to 
monitor her, it’s much better when she is here at home. When she 
is away, my heart will experience that same pain because I would 
not know what she is doing and how she is behaving. I would 
always be wondering who she is with, what she is doing, this and 
that…mxm no, mmhh (shakes head). Because right now, so far 
she has been well behaved and the school was keeping her away 
from trouble, even if they can misbehave when they are away at 
school it wasn’t that much of a problem because she always spent 
the night here at home and I saw her. But then when she is away 
from me! Aw nurse I am done  
Interviewer  Mmhh (participant coughing), now that she has dropped out of 
school, how does that make you feel? 
Participant  It is painful nurse, it’s very painful, it hurts me so much. She didn’t 
communicate with me…I…I went and purchased these big 
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exercise books, the ones they call 2 quires thinking that she was 
returning to school in January. I went to the school with her and 
she said she will go to school on Monday. On the said Monday I 
woke up early, took a bath and prepared to accompany her. I was 
fully dressed and I waited for Futhi, nothing, I am telling you about 
this child. I shouted and shouted for her so that we could go, but 
nothing. She just kept quiet, quiet nurse like a stone! I also asked 
her aunt to talk to her, nothing, no response. At the same time I do 
not believe in beating children, I am a bad candidate for corporal 
punishment because when I beat, I beat to kill, I want her to know 
who I am. I left her alone at that point; I decided to do just that, 
leave her alone because she wants to give me a heart attack. 
There are the books that I bought as I speak in the backpack. Jah, 
the uniform she didn’t have, the, the, they had said at the school 
she can wear the old one and as the grandmother I should try and 
put together some money to purchase a new school uniform and 
shoes. The shoes were also a bit old but still usable. Awu nurse 
with all those efforts, I failed, she defeated me nurse, there she is I 
am not gossiping about her. She defeated me, I am telling you the 
whole truth, I had to leave her alone just as you find her here 
sitting at home, she should be at school 
Interviewer Gogo (participant coughing) who is assisting you with her care and 
guidance at such times? 
Participant  No one, I have no one because her uncle who is at Sitsatsaweni is 
too far, he had promised to come, but he said I should tell his 
niece to go back to school, but she is refusing and I have nothing 
to do. He said if his niece has stopped attending school, she must 
see what she wants to do; she must make a choice between 
school and finding a husband. And I said which homestead can 
she marry into, such a young child? And he asked what shall be 
done because she doesn’t want education when in fact attending 
school is for free, the government pays. I don’t know what has 
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happened to my child, I really do not know. I still believe that 
someone deceived her and encouraged her to drop out of school, 
because others did not return to school 
Interviewer  Mmhh  
Participant  Awu! She is seated her at home nurse, there she is! I am worried, 
even if she works; she will do that for how long? Until when? 
Because she will regret this decision once she starts working, 
there are not vacancies now anyway. She won’t find a good job 
with her standard five education, what type of job is she to get? 
What is that? But then she has decided that she will drop out of 
school and look for a job and she is sure that she will get it. She 
will work as a domestic worker for people, and she will be ill-
treated mxm a..  a..  it is hurting, she has hurt me this child by 
dropping out of school, really, she has hurt me deeply 
Interviewer  And the pain is also coming from your knowledge of how far you 
have come with Futhi 
Participant  Awu!! And now she has dropped out of school! Ha! She should 
have stayed at school longer. I am reminded of her words that she 
used to say to me: I will go to school grandma and get the 
education. I will say to her, please do not say those things 
because it is exactly what you will not do. “I will study and finish 
school grandma and I will come home driving my own car’ Yey! A 
car, is this act she is doing going to bring her a car? I doubt it. 
There is no car here mxm, she is seated here at home, and there 
she is! Ha! Futhie (cries) I worry about her future. I decided to stop 
pestering her with this issue. I am scared of what children do these 
days. I  do not want her to commit suicide because I,  her 
grandmother is pestering her to go to school, go to school, go to 
school, no, she will go and commit suicide (suicide) and then I 
would be the very person to cry and wonder what I was doing all 
along mxm 
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Interviewer  She is making your mind to worry about her future 
Participant  Yes! Mmhh (agreement) a lot because when I think of her I see a 
child who is throwing away a bright future and her provision for 
tomorrow. She is not going to school for me, she was doing that 
for herself. One day I am going to die and she will be left behind 
and she will lament and say ‘Gogo used to warn me, she used to 
say these things’ mmhh and she will experience the pain yet this is 
a deliberate thing to drop out of school. She should have gone 
back to school even though she has failed; she can’t run away just 
because other children are laughing at her, all children her age 
have returned to school (coughing). Silence 
Where did this come from? Where did it come from? I do not know 
where it came from because it has killed our children and it was 
not evident what it was and where we could get help, yhi! It killed 
them, it destroyed them and we wondered what was killing our 
children. And with me *claps hands* I go and get my tablets from 
the clinic 
Interviewer  What are the pills for? 
Participant  They are for BP….and the heart. I take them from the clinic. In our 
clinic you do not just get treated, for you to be treated you go by 
the ‘container’ first. I’m telling you the truth (laughs) you make a 
stop first at the container down there before you come up this side 
to be treated, you come up now knowing whether you are infected 
with HIV or not, awu! Mxm! a a! I once told one woman, and now 
she is on treatment (clears throat). Here at the school there were 
games and the students were playing and the VCT staff was there 
to test people for HIV. Ok then we went to the container to test 
along with other women. One woman said to us ‘you all can go for 
the HIV test because you still engage in sexual activity’ What? I 
kept quiet, I didn’t respond to her, the others responded and said 
‘mmhh you should never say that others are still engaging in 
386 
 
sexual activity because that is not the only way you get it. 
Sometimes you find that you have children who you take care of 
and nurse, and that is how one can get this thing. You know what? 
God is good; God does His things his own way, now she is taking 
the pills. What can she say now if I were to ask her about the pills 
and say ‘yey, now what pills are those that you are taking because 
you refused to go and test?’ she would think I am being unfair to 
her  
Interviewer  Yes  
Participant  Mmhh, she never tested, she refused until she fell sick, got 
bedridden, woke up and now it is painful to her to see people 
being healthy and living. We are living, I used to nurse my own 
children here at home, I used the hospital more than necessary to 
check for HIV, yes I used to nurse my children with my own hands, 
true they had not reached the stage where they were incontinent 
of urine and faecal matter, I nursed them because the other one 
had incontinence so I was using gloves mmhh and using them to 
clean her 
Interviewer  Earlier on you talked about blood pressure. When did this blood 
pressure start, was it related to your role of caring for sick people 
in your household? 
Participant  Ha! Nurse, the high blood pressure (clears throat) was diagnosed 
when I was still at Mzimpofu, yey. I used to drink…..drink lot of 
alcohol, without eating, and I was smoking, so drinking and 
smoking (lower voice), I had gone too far with my life. I was 
smoking cigarettes. Then it struck, I was sweated, I went to the 
hospital at Nazarene, they transported me on a hired car, and they 
diagnosed the heart problem, they said I almost died and I should 
stop drinking alcohol. That is when I stopped both alcohol and 
smoking until today. I was staying at Mzimpofu and I would go and 
get my supply of pills from the hospital. I then changed hospital 
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and used our clinic here. The heart would go into palpitations, 
severe palpitations, and it had fluid, and I would cough a lot. They 
gave me treatment and then I also consulted another clinician at 
Buhleni a certain Sacolo, he charges R100 for consultation. I was 
given some tablets, I felt much relief, I was passing a lot of urine 
and the heart got better and better. I would go there on a regular 
basis to get the tablets 
Interviewer  Mmhh, when you are talking about how the heart problem was 
diagnosed, I am wondering if at the time when you assumed 
caregiving responsibility for Futhi how was your heart  
Participant  Yey nurse, when I took this child as I said earlier, thinking about 
her and sickness, it caused my heart to go into those palpitations 
again, it would jump and jump and jump because I knew that if the 
pills do not come then my granddaughter will die. How many 
funerals was I supposed to have in this homestead? Ha! Nurse, 
we have come a long way with this child even though she has 
disappointed me with dropping out of school. He! That child was 
too sick, I remember one night I did not sleep, she was in pain, 
nurse she had sores all over the body right? And she was crying of 
pain but with what voice? The voice was too weak. I never thought 
we will make it to the morning. No my heart had already started 
the jumping, jumping, jumping and I thought the both of us were 
going to die. You can’t dare go out at night and walk a long 
distance to go and ask for panado from another homestead. Hha! 
But this thing? Where did it come from? That was the time I 
decided to settle here for good 
Interviewer  Did this new responsibility of taking care of Futhie change the 
dynamic of your marriage to Mkhulu? 
Participant  No, no shame nurse, he accepted, he was a good man, he 
accepted all my children even the young ones I had at that time he 
accepted them and treated them as his. I did not have a child for 
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him by that time. I only have one child with him, the mother of 
these two children, I gave birth to one of his and after that I did 
tubal ligation mmhh. 
Interviewer  As we draw closer to the end of the interview Gogo, what words 
would you say to summarise your experience of caring for a 
granddaughter who is living with HIV? 
Participant  About taking care of a child living with the virus? 
Interviewer  Yes, Mbukwane 
Participant  (Silence)...eish, I do not know what I can say because even now I 
am still duty bound to her, I still take care of her, I can’t disown her 
now, so now I still take care of her. Even in the evening when the 
clock hits 7pm (coughs) I will ask if she has taken her pills 
because it’s already 7 pm and she would respond and say ‘yes 
Gogo I have taken the pills’. Ok, then I keep quiet. When she has 
forgotten I remind her especially when she goes to bed early, I 
wake her up. She wakes up; she takes the pills (coughing). Now 
leave me alone when it comes to these young girls who are 
misleading her. She must go to work, and make a long line of boys 
there… (inaudible). I do not want my life to be in darkness, 
because this person will have a boyfriend there and the virus gets 
a way to spread even further. But if the person does not get 
involved with men, the virus will not spread. But not with these 
ones. But I wish my granddaughter would listen to me and go back 
to school. She was going to learn, they teach a lot there. They 
taught us a lot also; she was there but then hey (raises hands in 
the air). She was going to be there only for a short while and then 
go ah! mxm 
Interviewer  She didn’t want to experience high school 
Participant  Aw! No, she refused that opportunity! 
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Interviewer Gogo, thank you for having this conversation with me 
Participant  I should be thanking you Goje 
Interviewer  I know you are still going to see more of me in this homestead 
because I will come back again 
Participant  There is no problem Nsibandze, I do not go anywhere, I stay in 
this homestead, just here (coughing) *voice recorder stopped* 
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